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INTRODUCTION S S
-, : - e,
t . ‘. .
. This is the final report of a mail' survey questionnaire ‘completed by g .
330 parents of devpiopmentally disabled children ages 0-21 'who were re- " . I
ceiving serfices in Lake County, Illinois. For the purposes of this study, O,
© developmentally disabled is defined as thildren handicapped by mental . ’
retardation, cerebral palsy; epilepsy, autism, or multiple handicaps in- .- . e
volving .one or more of the foregoing, and whose handicap required more tHah D
. S0 percent time in a special edpcation program. Questionnaires were mailed
out over a three-month period from mid-March to mid-June 1978. The reporfy
focusses on issues concerning labeling and “competency, normalization,
family integration, diagnosis and assessment, community resources, and
organizational inyolvement. The report provides breakdowns showing how .
these .issyes are affected by the age of the developmentally disabled childy .,

" ’

- thé type of dfsability, family income, ahd race. Age, disability, income, ° :
and race were selected ks explanatory variables because these are attributes ,
which are readily identifiable by professionals and the public. . ) ‘
’ - . . ¢ S .

¢ . . .
,@ptuﬁgi;g the use of qoﬁimmity—bgse‘dgerviges 'by developmentally dis-
abled pers is in keeping with the policy of mdintaining developmentally
‘ disalitdd persgis jn community-based "normalizing" environments. This project
" was designed fo provide information'regarding the manner in which parents
successfully of unsuccessfully'’secure the community services needed by
their developmentally disabled children. . Co T A >

.
«

- History of the Risearch Problem and Cu;retit Status of Work' z\w’

' .  As the mediator between the individual and society,’ the family is the »
"f’. basic’social institution. It interprets soclety's, rules of conduct for d ? \' :
its members: Yet the term, family, sybsumes a wide range of diversity in ‘
. stricture, function, values, and lifestyles. The services that thgp family .
provides for its members,- other than the affedtional, have been trans- -
ferred.to outside agencies with the advent of industrialization and -
urbanization (Winch, 1971). Of particular importance, responsibility was .
- transferred from home to school for increasing portions of the ‘child's .
education. The family provides the child with a.place in society, with
'« an ascribed social position, to which a developmental set of expectations
are attached. The educational system generalizes these expectations by -
"~ age-grade levels to establish a standardized set of achievement norms
which all children are expected to attain in order for their socialization
and development to proceed as préjected. The developmentally disabled
.child cannot attain all of the complex cognitive, physical,.social, and
emotional developmental achievement norms prescribed’by the’ generalized .
educational system. For the developmentally disabled child,g generalized
norjia must be replaced with ones-which are more particularistic and indi-
.vid®listic. . The extént of the child's Aisability, available alternatives, =~ *

-and the parents' emphasis on.the importance of the generalized achievement e
norms will determine the nature of the particularistic and individualistic . -

» . resolution sought. ‘ " -

- ‘ s . ' . /
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) ~ . - ‘ - ’
"' R I N The ‘developmental. modél of our educ.ational 1,(( titutions aﬁs behavio’ ;

" canr be modified and that all individuala are.capable of growth, Wevelopfient,
. . and learningy Speclal institutions for the developmentally disabled, apd
- .° <7+ Gthers who -deviated from the !'notmal," .were founded for the purpose #f / ..
et congregating them ‘in one area so-they could receive specialized atteation.
.o “As olfensb_erger (1975: 24) states, from reading primiry sources around the . -
N 185D's when many institutions weére foundefl, "the goal was a combination of -
? o -d sHing the intéllectual impairment a creasing adaptive and compen—
‘e - satory skills of phpils so that they would 4 able ‘to function:at least ‘
- . --minimally in gotiety.” " anort.unately sot: ization was defined in a limited
.o - ~cpgnitive fashion and ‘the location.of insitutions was dete ed more by
SRR .. * écomomic and political than by familial mds. The develogz-:tally disab(].ed
BN PO ) ‘were agg;egated into Jarge omnikhus (rather than dpecialized) institutioms,.
TR often in rural .areas, thereby, effectively-segregating them’ fronf their
) - families and the community. Developmental goals became replaced by custodial
ones., —It was not until the 1950's, with the advent of prosperity following ., .,
. a depression and two worild wars, that significant‘ public concern again e
# p. began to be expressed with equal protection under the law, in;luding better
) oppOrtunities for the developmentally disabled. .

-
~

-

. ., Deinstitutionalization. $he concept of "normslization" ﬁs coined in

4 . +the 1960's to symbolize a new concept of human; management and acceptance,
'_/ as? "[bilizatibn of means whith are as culturally normative as ppssible, .

‘ in order to establish and/or maintain personal bebaviors and :

AN T characteristics, which are as’. cnlturally normative as possible" (Wolfensberger,

A 1972: 28). Ohe mechanism for achieying-normalization is that of d&in- .
.-* stitutionalization, the removal (partial or complete) from an institutional . ' .

factlity (prison, school for, misdemeanants,-mental patient s hospitals, N

*\/ JLtc.) of an in)ivi‘l who°has been- interned therein for a substantial

\j o (e.g., 1 yeaf or more) ahount of time, usually against his/her w111

AR NQrmalization relate’to the belief ‘that af individual should be allowed
' to 1ive his/her daily existence in a style that is simil4r to those in the : .
L sur;:ounding culture as 1s sex and age appfopriat9 I the developmetr\al .
o R .disabilities field this principal\ls widely subscribed to even far the
o " most grofoundly deyelopmentally d apled person. It is felt that evgg if ,
e the developmentally digabled perfophas a limited self-awareness of h s/
- _+ her existence in space and time, the normal population which comes fato .
N contact' with the developmentally .disabled person will .he more 1i ly to \
‘¢reat the tndividual as a human being if heJshp at least Ibok si ' .
to th es (Mercer, 1973). Most developmentally disdbled, persons are‘
' gensitive to ‘people im their ,envirénment and the response of tiose who ,
-« 1ipteract with them ig an \important learning stimulus. If persons in
- their environment react to them as ‘distorted §or' as wwon-normal, then this,

L <becomes a negative interaction which puts both the developmentally disa‘bled ’
\_(ferson*and the normal person in an uncomfbrtable position. .. .
e .o Deinstit'utionaliiation is a process which can be employed as part of
, : a movement toward normalization of a given institutionalized.population
" - of people perceived as deviant.- The fee i.’mth qhe’ée. people are -
Toee " - gﬁsed An such a style that is normal. fq n surrounding . -
. izens are more likely to relate to th 8. uormal*‘ '8 ,:‘living in

. the "community" in itself stimulates-the individual to-learn to.cbpe,
“ ’ thus encouraging the nox;mslizatian process by making certa}n learning

n L
-
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' of admissions to full-time custodial residential institutions in the first

8

. include ‘such difficult-to:eat foods as phicken or steak. It is part of o

" of suppost Bysteéms

I . Qiﬁ ‘ :'_ "3.

emands on .the individual. Theréjpre, it could be said that deinstitutionali-

zation 1p a tool of mormalization. - ‘ .

: R - \
* Neither" concéept is static. It is partsof a normalization Process to

sove an older individual from a diet .of baby-food to one of soft foods ~

which atill require the use of cutlery to break the food into bite size :

pieces eVen though this is still not a-normdl diet because it does not '

the deinstitutionalization process to moveé a patient from a psychiatric |
hospl;al to a sheltered care facility in an urbam area even though that

may not be the residential form which is culturally appropriate for the )
area. Both of these situations are fOrmatively evaluated -as positive ,
mpves. The person is beihg helped toward a goal' that involyes greater
participation im the-larger "normal"” social structure. At leagt some stigma
of the disability has been remoVed, or covered up. The individual has been
moved into a more challenging, demanding situatipon which is likely to stimu-
late further positive responses. It is accepted by mostlugwn service ' : ’
professionals that there is a limit to tghis process for' many clients which - .
is short of full,.stigma-free participation in the culture. :

‘ Dei'ﬂstitutionali%ation of individuals who have been in a residential
facility for a significant period of time is a measyre which will redress

past injustices by replacing or a nting custodial goals with ones which

are developmental in nature. Th estaglishment of a responsive residential

envifonment. is crucial to opt e lization. The crisis which any

"geographically mobile person experientes is accentuated for the older

devejopmentally disabled person who has been socialized into a more structually
different institutional enyironment (Cherington and Dybwad, 1974). Con-
siderable help may be required to teach life skills necessary for survival

in the community (Hawkins and Folsum, 1975). . ) <.

A more direct approach is one which is geared toward the prevention

place. This apprgagh,is'analagous to the mdintenancé of health rather

than' the treatment -@icknesd and disease. It requires the integration )
propriate pace. for the developmentally disabled ,
child just as the fchool system ‘is approprigtely paced for the age-
graded develeéphant “P~the normal clild toward economic and social self-.
sufficiency. Th;s implies the necéssity for community-based institutions
which interface with the family and maintain, developmentally disabled .
individuals in a normaliz:E family and community environment throughout , .

theim entipe life cycle.' n the absence of a comprehensive social system
designed, to maiatain the velopmentally disabled as full participants

in the community throughout their livas, an obvious place to begin to
develop such models is with the actual experiences of families of develop-_
mentally disabled .persons themselves.

Family Integrationm, Structurally the family is a unit which performs
the functions of nurturance and control to enable the child to survive and
*avoid the hazards of the environment. Performance of the nurtd@ance and ,
control’functions is facilitated or impeded by both the activity level . :
of the child and the availability of assistance with the child 8 cafe As

re




these maintenance functions are fulfilled more easily then the emphasis on
emotiontal bonds becomes more fmportant. -Healthy families provide emotional
gratification and self-esteem based upon recognition of and affection for.
. the uniqug individual strengths of each member, rather than the impersonal
- competitive critéria of the marketplace. The family is an interaction
process in which individuals leatn'and practice roles appropriate for
+* Iife cycle developmgnt. The degree to which families optimize emottonal
‘ gratification gad self-esteem depends upon the relative ease with which
’ maintenance -functions can be fulfilled. 'As maintenance functions are ful-
 filled, family meémbers are -enabled to participate in the usual activities.
of their relevant social networks. Family integration.can be, defined as
' "bonds of coherence and unity running through family life, of which common
. interests, affection, and a sense of economic interdepéndence are perhaps ° .
.the most prominent” (Burr, 1973: 208). Family intégration, the adequagy
of fadlly organization, is a critical factor related to the ability of
families to recoverx from crisis and therefore to their ability to provide
a developmentally disabled child with a normalized environment. )

- Family integration can be operatignalized in terms of intra family

//// " ¢elationships sdach 2s marital satisfaction and degree of affection, family
patterns such as size 'and kinship relations, and external factors such ‘as
socioeconomic status and neighborhSod composition (Bossard and Boll, 1966).

“ For exagple, Farber (1959, 1970) has demonstrated a relationship between .

family integration and the inst tutionalization ‘of a retarded child.

' Additional relationships are delineated in the propesitional inventory
compiled byspoode, Hopkins, and McCluEg (1971).

Community Resources. Even the birth of a normal child can be
experienced as a crisis to the extent that it involves readjustments of =
other mrole commitments (Rossi, 1974). Parents have developmental needs
just as children do (McBride, 1973). The ease of the role transitions
of the parents of a developmentally disabled chiMld, just as for those of
the parents of normal children, will be facilitated by anticipatory ...
socialiZation. Anticipatory socifilization can be defined as contact |
which allows identification with persons functioping 4in the role. It c
can be provided by interpersonal contacts and by studying written accounts.

S

. ' But where arents of normal children can rely for some experience
upon widelyzﬁﬁiiigble Wandbooks such as’Dr. Spock or upon primary emotionally
e °* intimate contact with friends and kin, the parents of developmentally
disabled children are not so fortunate. A parent organization can provide 4
an informative and intimate support group if one -can be located (Auerbach,
1968: 180-208)s More often the requisite i{nformation is provided by secondary
unequal-status contact with professionals specialistg, often un-
coordinated, uninformed about the complet" ange of resources available,
and unable to suppfement diagnoses with spe¢ific avice about parenting a
developmentally disabled child (Gdorham et gi., 1975). The most bitter
expression of feeling from parents bften goncerns their being advised .%o
V' institutionalize their developmentally disabled children rather than
' . assisting them to develop an adequate home adjustment (Zwetrling, 1969;
" Washowitz, 1970). ‘This lack of help cam be coritrasted with the positive
assistance which parents get in coping with medical diseases-.such as diabetes .,
-, or leukémia (Kugel,.1976). .In addision to the ease or difficulty of T

»
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), commynity attitudes are ‘an important
factor. They way ‘madiate, augme or deegiphasize the impact of the label—
ranging from revulsion, condemmat and &voidance to tolerance, altruism,
love, and hope. 'Identifyingvcommunity :ea tions is as important as

pbtaining infornstion aﬂﬁ”assist

’~' . ascertaining knowledge about available résources. Public information
'« °  -may be as iiportant aq’the provision of services (Lippmann 1976) . Under=
standing the d o8 of family and communfty processes is essential to
the formation of ¢filightened social policy'for the developmentally disabled
(Caldwell. and Riccfuti '1973) . ,
.’ . \ ~ ) -

Rationale - \

. ‘The rationale behind the approach to }he.problem is derived from three

o .. sources. The first source is the demands of the.research question itself.

. In order to understand the choices parents make in securing services for

: " - their developmentally disabled . child it is-necessary to construct a
quantftative profilé their needs and’resources as perceived by them-
selves. Current planning efforts for developmentally disabled services
“hdve addressed proféssional servicé providers' percepti%n of need. However,
. the proyiders.are not the group of people who make the original choice
. regarding the services' needed by individual children and their famiéies
: It is the '‘parents whe act on the subjective 'and objective info

available to them in order to secure care for their child.

.~A great deal

of decision making has

introduced to the situlk

.. the pafent's decision

ready ocurred before the service provider is
on. It is felt that a better understanding of
ing that is derived.from a significant number of

) parents will be of value {n an effort to serve those parents needs.
) N LY
, The second sourcefof rationale for this’ study related to the study
¢ site.,. Lake County, I%}inois has -a wide rarge of services for develop-

: mentally disabled persops that inclydes both- residential and community
based progtams. Althpugh the county has a diverse population and a wide -
range of services, the servicé delivery system is not as complex as would
be found in a large.urban area such as'Chicago. This expedited ,efforts
to select an approp@}aﬁe ,sample of parents and upderstand the available
network of services use.

o2
-

. A third source”“ﬂxrationale for the approach to the problem related
" to the timing of evehts in the proposed'sample area. Various local
_efforts to plan services for developmentally disabled persons are mandated
by the Developmental Disalfflities Services and Facilities Construction
Act (P.L. 91-517)+ mosf) areas of Illinois this planning effort begins
at the sub-region level. wever, within sub-regions 7/D.D. (Lake, Kane,
McHenry, and part ‘of Aurord|Counties) the planning efforts had been
y brought down to theqibunty evel. The most active county within. this
, sub-region was Lake’ County. Many of the consumers and service providers
* in Lake County had ,become interested in developing a data base regarding
the needs/wants of service consnmers in their area. Because of this they
encouraged the con&uct of research.. We received complete cooperation /
frog all relevant in&erests in Lake County. \

- 1
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* The context of nhe project is within the deinstitutionalization movement

[

'
s

. Q - 5 ,.‘i ‘
ERIC R B . 16
o P A

L

3




. :
- . . -,
. -~ . . .
> , . , - . 6
.t - . . . . .
. - > . .
. - .

B
)
¢ -
, -

.

* " ¥

zo provide normalizing ‘environments for developmentally disabled children.
: ) " It is'specifically conceined with sthe prevention of admissions to residential

' ... dmstitutions which require separation of these children from their families :
- and ,cp—'micies.q Although we recognize other significant variables, such as .

A . thé courts and legislation, we believe ‘the ma‘jo!?variable is parental attitudes
and behavior. Parental backlash can be answered only by demonstrating alternative
wvays to implement the goals of security and s#pport over the entire life cycle

" of developmentally disabled individuals. To 'the extent that parents are meeting
these goals without resorting to institytionalization, their strategies can
be ge‘peral}zed',fq: others. '’ . ‘. '

If new admissions are to be deflected, it is-necessary to deal’directiy
with parents: To provide optimal counseling 'dnd support, we must have knowledge
of family needs and how theyscan be met by. existing resources or by creating

.
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/ ;. RESEARCH METHODOLOGY - ’
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In order ‘to cohchfct original research on the decision making process
of parents whose children have developmental disabilyties, a project was' under-
taken for the perfod beginning July 1977 with funding for two years from the
Extramural Respgrth and Developmental Grants Program of the Illinois Depart---
~ment'»y of'Hental/Health and Developmental .Disabilities. ‘ N

. The. study 'was conducted ih Lake County, .Illinois. The county is.in close

proximity to Nbrthwestern University, which minimized traVel time ,and expense.
Lake County offers a wide range of services fo developmentally disabled personms. .
There is a major state-operated residential center for severely and profoundly
retarded¢ persons. There are other smaller residemtial programs operated by
private non-profit ,groups. The county is known for'its comprehensive programs
of special education offered through the public school districts.  There are .
several sheltered workshop facilities for developmentally disableq persons-.
Within the area alternative resident;lal ‘programs .for developmentaliy disabled
persons are beginning to be develop ‘(e.g., community living facilitivs,
foster hdme netwo ks, group homes). The county contains people of a wide
range of socioecon mic, ethnic and racial backgrounds. Programs are relatively
new and expanding. Lake County :Erefore provided an ideal sjituation in
i‘_fwhi‘.ch to initiate the study-of p ntsl decisidn making. t .

. The area of Lake Counfy was selected for the re§ea‘gch population because:
(1) it is geographically_ compact yet includes urban,, syburban and rural popu-

. lations; (2) it offers a wide variety of services for the developmentally

.

P
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-

" and ethnic backgrounds.

.disabled; (3) providers and consumers of(developmencally'disqbled seyxvices
have a history of coop®ration with past efforts .to secure related information,
¢and (4) the county contains people of a wide range of socioeconogdg, racial

- ° ® * & ]

. . . =
Sampling was not necessary because the pgbulation and delivery system
was small enough to inclpde all families and all service providers)-
p ! . .

r ' v,
TDepth Int’erview,s(' . ) , . .
" « i ro . . - v

An eariier study,' conducted during the Sumper of 1976 under a grant from
the Russell Sage Foundation to.study early childhood socialization practices, .
provided data which informed the present study. One aspedt of that research-
project involved conducting focused group interviews with parents of children
regularly receiving child care services. outside the home. The interviews ’
ipvolved discussions of several aspects of parental child care decision making:
the initial decision to .have children cdred for outside of own homes, the
decision to have children enrolled in present placement, satisfaction and
dissatfsfactions with the alternative selected, tyPes of social environment
desired, and their p#rticipatjon in center activities. )

. Twelve group interviews wepe conducted, ten with parents whoge children |
were in centers serving normal children, and two with parents whose children o
were in aenters for the developmentally disabled (Paxk School, a program for
the trainable mentally handicapped i Evanston, and Waukegan Developmental
Center, a State-operated vesidential facility for the training and care of

'
’
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. % included which asked, !'Ayé you willing to answer additional questions in
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severe and profound developmentally disabled personé).* - : Y

Y] .
Because -the number of interviews was small, t&e,results of this study . °
were regarded as exploratory. However, a dramdtic. @iffenence in the decision
making processes of the two groups of parents wag nptice -as they sought out
appropriate services for their children. Because,the general public's :
experience, jnteracting with developmentally diﬂibled persons is very limited,
the parents of these children were not able to*pvqil themselves of the usual
networks of information (i.e., from ‘parents, friends, neighbors) regarding
children s services, networks that are available to parents of "normal"
ehildren As' a result of tAis information vacuum, the advice of the family's
primary physician took on an added weight. Often this information complicated .
the parents' decision making process due.to its highly. techinical nature and
the physicians' ignorance of the child's future” potential and the current
delivery system of developmental disability services: These exploratory
interviews indicated that these parents .were confused, isolated and perceived
themselves as inadequate to make an appropriate choice of services for their
developmentally disabled child. If the situation is as sgrious as this
exploratory research indicated, then it seemed nécessary to study the issue
,on a larger scale to define the situation more: clearly and to indicate some .
feasible course of action that would dssist parénts attempting to make an
approp;iate choice of services for their developmentally disabled child. s

g It was decided to conduct additional depth interviews with .individual
families- to explore more fully the decision making process when seeking )
services for a developmentally disabled child. ‘It was felt the depth inter- =
views yould provide detailed information about the resources and service gaps~
in Lake Gounty itself-thus adding importamt information to a review of the ’
literature for informing construction of the quantitative mail survey question-
nairg. An opportunity to contact parents for this ‘purpose was provided
through the Lake County D.D.S.A. Planping Group. ’

In September'ﬁ976 members of the Lake Coun y D,D.S.A. Planning Group ~ .
develop and ‘sent out a four-page questionnaipé to'approximately 500 families
id fled as having one or more developmentally disabled children. The
‘su listed commnity services utilized by developmentally disabled persons -
and their families—educational, residentia%\_;ecreational, transportation,

.suppprtive, and health--and asked -parents to identify sefvices bejng used

pre ly as well as services they expected to need for their children
within ‘the next five years. At the end of the questionnaire an item was .

was provided for positive {respondent
telephone number. IndividBals responbible for the deveIopment of this survey
provid this project with.both letters of support, and theé names, addresses
and telephone numbers of parents wifiing to be interviewed, along with the

jes of their developmentally’ disabled ‘ehildren, and the nature of the -

isability. Ten.families to bwm interviewed were selected so as to provide °
variation in the nature of the developmental disability and the age of the :
children for whom services were sought. Parents of mentally retarded,
autistic, and epileptic children ranging in age from fourteen months to
twenty years old were interviewed including both black and white families.

the future regarding the needamof degzlopmentally disabled persons?" Space

At this point ththﬁterviews did not- seem to be providing further new

- - 21 '

to include their name, address, and ¢




1

-

\ » . -~

. . ,‘ ] ' Q ) \].1. .
“ S S * ' \

majar insights, but we realized that all our interviews had been conducted '~
with intact two-parent families. Since we felt that experience of sipgle
parents might he significantly different insofar as they had less economic
and jnterpersonal rssourceg than two-parent families, we utilized our own
petworks to locate two” single’ parents, both mothers, who agreed to be
interv!Ewed .. One resided in Lake Codhty, the other in Evanston which 1s in
Cook” County. Because we were focussing on the single-parent -experience,”

the factor of ‘geographical résidence did not seem a major variable for

this purpose. a .. L

" We comducted a total of 14 depth intervieys q'vering (1) the nature
of the child's developmental disability, (2) services which have been used
and are expected to be used in the future, (3) how the current day or
residential program was chosen, (4) satisfactions and dissatisfactions
with thege services, and (5) the effect pf having a develgpmentally disabled
child upon the family. K The interviews, ranging in length from two to six
hours, were all, tape recotded. The typed single-spaced transcripts range .
in length from 18 to 53 pages. .

Ay -

: N
Review of the Literature and Identification of Major Subject Areas AT

A computerized review of the literature was conducted through Northwestern
University Li:ﬁar%t?ompuger Assisted Information Service (NULCAIS) for a
variety of descriptors related to developmental disabilities such as:
exceptional child education, research and services, handicapped childfen,
educable and trainable mentally handicapped, retarded children, autism,.’
cerebral palsy, mongolism, epilépsy, mental retardation, regular class !
placement, Anstitutionalized persons, learning difficulties, low achievers,
residential programs, special education, parént education, community programs.
and involvement, normalization, labeling (of persons), grouping (instructional

. purposes’). )

-

Hundreds of books, articles and reports were identified and their abstracts
screened for referencé to parental or community attitudes an involvementpw .
These relevant publications were obtained and 47 pages of brfef notes compiled
listing major concepts,’ theoretical relationships, dnd empirfical findings.

¢ Datd\ from the review of the literature was integrat;d ‘with that from
the depth interviews to develop a 7-page 1ist of major Subject ateas and

an item pdpl, 87-page list of related potential items for the questionnaire.
» ‘\1 ks

e - - . . IO - —— e e i &

N 9 ‘

Developmentd of the Surveygguestionnaire”

. The computerized review of tﬁ2~literature and open-ended depth interviews
with parents were used to construct a mail survey questionnaire. The
questionnaire was’ pretested with 66 families of children attending three
sdhools for the developmentally disabled in Evanmston, Illinois. The City
of Evanston, in Cook County, was selected for the pretest because of its )
proximity to Northwestern University and to Lake County.

»
¢

The questionnaire was sent-home 1in the children's lunch boxes along
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wvith a cover. letter from the director (at the two private schools) or e
president oi{the parents' association (at the' public school). Parents were
asked to return the completed questionnaire in an attached self-addresed

_ stamped envelope, and were glven about a week to do so. _The participating

- schools and return ‘ratds were as follows: Park School, Public School District’
#65,-32/59 # 54%; Rimland School for Autistic Childrenm, 14/19 = 74%; and,
Shore School: (North Shore Association for'the Retarded), 18/42 = 43%. An
additional’ 2 questionnaires- were returned on which the name of the school |
was'nbt specified for an overall response rate of 66/12Q = 55%.

.

The returned questionnaires were coded and keypunched and a file deféned
for statistical analysis of, the data with the Stat stical Package for the
Social Sciences (SPSS) system of computer programs. .The data was cleaned -

by eliminating out-of-range errors and performing a series of contingency o
checks. An nation of the frequeney distribotions as well as the
resPondents' written comments revealed ambiguities in question wording,

- ~ and difficulties with format. Changes wede accordipgly made’ for the final

‘-

target population‘in the Lake Count'y mail Surveyrquestionnaire

g . Following revigions based upon the pretest results, a 57-page mail .
survey questionnaire was developed for the Lake County population. Structured
closedrended questions were designed to provide data regarding:

—the manner .in which parents first discovered that their c%ild was

_ - developmentally disabled,, : ,’r”’—ﬁﬁﬁ\\

—the availability of extended family and community support networks
for the parents and their children, -

-—the nature of the developmental disability, skill levels, and kinds
of limits the childreh have;

--the manner in which parents successfully orqunsuccessfully secure
the community services needed by their developmentally disabled

/ , childfen; - . ] -

—-the current professional intervention encountered and its'perceived

value; o - % . s -,

4

) --parents’' attitudes regarding the direct services currently used fot
+their children; ‘ . . ' -

. ~—parental involvement in their children's eduéational programs anqr
organizations concerned with delEIOpmental disabilities,

-—parents opinions about general policy directions for the. provision
.of services for the developmentally disabled in their community; and

. > P

. --long-term plang and objectives these parents have for their children.
- ‘ ¢ '

The Research Pdpulation

. . ¢ - - .
The population was defiffed as lake County, Illinois, parents of deyelop-

-
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. 'nentally disabled children agés 0-21 who receive services in Lake County.

For ‘the purposes of this study, developmentally disabled was defined as
children handicapped by mental retardation, cerebral palsy, epilepsy, autism,
or multiple handicaps involving one of the foregoing, and whose handicap
required more than 50 percent time in“a special education program. The
stipulation regarding percent of time in special education was tmposed to
reduce the number of so-called "six-hour retarded childrea." The "six-hour
retarded ,child" is a phrase coined to depict the culturally deprived child
whose developmental delays occur'only in the area of sghool performance.
Our definitiom restricted the families, insofar as possible, to those
having children with physiologically-based disabilities.
(S . ‘

. -
[y - ’
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Data.CoIleczion

Because federal law (P.L. 9)-142) requires that all developmenta%ly
disabled ‘children betyeen 3 and 21 years must receive a free appropriate
education, and because early intervention programs)provide gerv ices to the
0 to 3 year old age group, records on all children are kept by special

. education public and private agencies. . '

‘iecause of school administrators' interpretation of regulations governing

Lrights of privacy, mailings réquesting parents to consent to participate
, -in the study went out through the educational facilities serving Lake

County: _ three special education school districts, a }gtate residential -

) facilitﬁﬁ a federally funded early intervention program, and six private

facilities. Cover letters were included with the signature of the super-.
intendent, principal, or director. Due to.the low percentage of consents
received after,thé first mailing (37.7 percent) these educational facilities
also conducted a foll¢w-up mailing, Essentially the researchers became a

third party to their own research project. No ‘1tsting of the population

was available for follow-ups to estimate the bias introduced by non-respondents.
In future studies, every eXfort should be made to avoid the use of .consent

forms mailed prior to questionnaire distribution and to’obtain a listing

of the population util;;ed for sampling purposes. .

The 57 age uestionnaire in booklet form was mailed to each family
(610 percent)’whd finally consented to participate. Included with each *
questionnaire mailed was a.return postcard which respondents were asked to
mail separately at the same time they mailed the completed questionnaire..
The questiognaires themsélves were filled in and returned anonymously.. A
follow-up ‘letter vith a secqnd return postcard was sent approximately one
month later if we had not received a postcard notifying ug of its return
before that time. These procedures resulted in the return of 330 completed

questionnaires (43.9 percent of the families identified and contacted; i .

72.1 percent of the families whd consented to participate).

By the time the four mailings were conducted (two for informed consents
and two for thigmail syrvey questionnaire) time and money allocated for
data collection were exhausted. Names and addresses were available for those .
Xamiltes who consented and then did not respond but the budgetary constraints

. precluded telephone follow-ups with this group. With.the initial mailing Lb
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i . . of conégt forms occurring in January 1978, the follow-up mail‘iﬁg to con-
genting families who had not r"et:urned questionnaires was not completedhgtil
- June 1978, at the end of the school year.

- o

gggsenE and Response Rates ‘ . L om
b L}

Consent and response rates varied depAending upon the type of special
education facility in which a child was éfirolled. (see Tabile II-A). The
lowest tate of questionnaires completed.occurred in the urban gpecial education
school district (Waukegan, Illinois), whether completion rates are calculated
on the badis of families originally contacted or on the basis of families

who consented to participate in the survey. . \

-

Demographic questionnaire items made it possible to comparékseven
characteristics of respondents to 1970 census characteristics of the entire
Lake County population®as well as the city of Waukegan subpopulation (see
Table YI-B). Waukegan contains a larger concentration of low income families
and of minorities than is-true for the county as a whole, which probably
accounts for its lower response rate. In general, our sample seems to
be fairly‘reprlesentative‘of the Lake County population in terms of range 5
of social ‘and ‘economic characteristics, except to overrepresent minorities
_high school ‘graduates, and sipgle~parent familiés. . :
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Lake°Counf}, Illinois families with dgveibpmeﬁtally ;isableq
. consepting tq participate in *survey, and returning u;vey questionnaire

. <] . . .
o T w ™ Families
% ‘. contacted
Educational Facility ®)
Special Education School Districts
WauKegan . (274) ‘
- NSSED* s (77)
SEDOL#* . (214)
Sgate Residential Facilipy .
Waukegan Developmental Center (29
Fedqrally Punded Early Intervention.‘7i" :
Lake-McHenry Regional Program )
Privatg Facilities ’ '
--Qeuntryside ( 107
Glenkirk . «C 7
Grove - o i ( 22)
Klingberg ( 2)
Lambs ( p
Moraine ¢ 3)

Out—of-County Faczglties Identified .

through Special Educa;ion School Districts
= . Waukegan .

NSSED*
SEDOL** ‘

Missing Data ]

TOTALS'

*’ Northern quurqan Spec ial/Education Distriét

**Spetial Education Dis t of Lake

Pa

~
v

( 2)
(15) °

e (P

S

(751) -

County -

.

\

/

(141)

1y -

v - " Table II-A*  ®

~

childr

Families, who
conserdted to
participate

X of those
contacted

(N)

.51.5%
“58.4-
72.0 .

( 45)
(15%)

( 21) 72«4

(39) 55.7

( 5) 50.
( 6) 85.
( 22) ~100.
( 2) 100.
( 1) 100.
( 3 100.

¢

OCOO0OONO

100.0
66.7 .
. 28.0

2
(?

5 .

(458) 61.0%

years of age and under--identified,

4
/f;émilies b%o returned surveys °*
T % of those Z g ,those -
)] contacted consenting . °
'y [ ‘
4 (73) 26.6% 51.8%
- ( 35) 45.5 77.8 -
(118) 55.1 ' 76.6
- . . ) ‘
( 18) 62.1 85.7 -
(33) 47.1 8476 .
» o .
o (5. - 50.00 100.0
T 6) 85.7 100.0
( 19) 86.4 86.4
( 1) . 50.0 50.0
( 1) A00.0 100.0 ¢,
( 2) 66.7 66.7
/
Y
( 1) 50.0 50.0
( 7) 46.7 70.0
( 5) 20.0 71.4
Y &
(.-6)
(330) . 43.9% g 1%
~

“»
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- / N Table II-B, ' LT I
™ % ! 3 4 - ‘ » - *
co-parison of Respondents' Characteristics with 1920 Census.Data for Lake County, Illfnois and Waukegan b
Populations, and for Waukegan ?lack and Spanish-Language Subpopulations . .
Lake Countz __Wau M ‘
&) * Total Population , Blacks , v Spanish Language
Families 1970- Families - 1970 _ Families 1970 Families * 1970 .
. . Responding Census Respofiding Census . Responding Census Responding Census
1) Percent Minority . : .
, Black - ‘a4 11.3 5.2 25.5 12, 8 y L ee- — —_—
Spanish Language 3.1 2.9 10.2 7 2 . — s a -— : .
2) -Percent living in . ' ( : ‘ ‘ .
‘county/community for S . . . . ,
or more years®  66.1 6h.4 . 74.2 79.8 - 64.0  76.8 70.0 70.4
» " ¢ = . M ,. - ": - N .
3) Mdn school years . . T, ] + N
-~ completed® 12.0 12,5 ° . 12,0 12,2 *12.0 10.4 « 8.0 "8.4
: v
4) Percen ng high school IR : ; .
graduates 80.4  63.3 © 68.0 ‘56.7 60.0  33.7 . 20.0 25.1
5) Mo family income ' K T ‘ P ‘ ) ’
(1969) -— $13,009 -—— $11,478 #—— . $8,500 —-." .. $8,641 >
(19}8) $17,823 --- $15,632 ‘- $10,333 -—~- . $13,500 ° - T
a ty o\, {
6) Percent. school-aged & . I ’ |
children in gingle- ) . . . , o
_parent familles/. = . .. - PR . A .
‘householdsg® 136> 11.3 22.7 15.9 . 52.0 34.8 0.0 8.1
8 ' : : A
1) Percent mothers , g . i A -
of school-hged child- . L . < -
ren in labor force 47.9 40.4 - 58.1 . 50.3 - 60.0 ° 70.9 -. ' »0.0 ~ 4%4.9
N= (330 PO (93) ' (25) oL@y " '

aResp}n«dents identified themselves’ ag "Latino"‘ 1970 Census reports fi&utes for Spanish language dnority group.’
bRespondenta identified length of time they 'lived in their current éity or town of residence; the Census
categories of "living in same house” and erent house, same county" wete co-binad.. .

. CRespondents identified level of st¢hooling ﬁeted for child's mother;- Census data’ reporté figures for -alL/- o

adults 25 years of age and older., . v 29
dRespbndents reported for child :’other, Census data for all adults 25 years of age and older |
eRespondents reported for children®2l years of age and under; Census data reports figures ~for children under

f18 yeara of age. e K
porteg for eh:lldren 21, years ‘of age and under; Cennuc data repdrts figures for wonan with own
dron yurs der.

’
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$ . A cm;oyﬁ,cn. LABELING
, Por as long as pecople have noticed differences, talked about them and written
aboat them, labels for categorizing others hgve existed. Some of the differences
are visibly obvious, such as age, sex, and race. (see Tables II?-A to III-C for
" the distributions of eﬂese characteristics in our sample). For the population
'  in general, expectatioms regarding the competencies of adolestents are vegy
- different than the expectations for preschoolers. The developmental needs
of children and their families correspondingly differ according to the children's
ages. Any examination of decision-making concerning needs of developmentally
disabled childreh must take their age into account. Expectations may also
differ according to ‘the sex of the .chfld. Parents may encourage boys to be
more aggressive, and correspondingiy place more restrictiops on the activities
of girle. Family patterns and associated child-rearing practices and expecta-
tions differ .between racial- and ethnic groups. These three ways of categorizing
all children—age, sex, and race-~-are important Because the associated expecta-
: tions may be important fo; developmentally disabled children as well. .

-

-

- RN pe— Ty

At the time the survey questionnaire was mailed to Lake County- parents, in
1978, developmental disabilities were defined as meaning a disability of a
person, under 22 years of age, attributable to mental retardation, cerebral
i palsy, ”ilepsy, autism, or multiple handicaps involving one of these conditions.
For the most part (in 298 “gat of 330 cases, see Table LII-D) children had
been diagnosed "and provided with spe.cial education services on the basis of
thege categorical definitions and. the’ parents in our sample were able to
report the labels (mental retardation, cerebral palsy, epilepsy, autism) ) -
associated with their children's disabilities. For the 32 cases where no
label was reported, the miSsing data could have been accounted for in several
ways: the guestion could have been »inadvertently skipped, parents might never
have been informed of the categorical label for the disability, or parents
might be denying the appropriateness of a label. We assumed that it was more
1likely a parent either would mot know or would be unwilling to report the:
label if a child was mentally retarded than if the child had cerebral palsy,
autism, or epilepsy. Amongst the.mentally retarded it seemed plausible that
the less severe the retardation the more likely the parent would be to deny
the applicability of the label preferring instead ‘to think of the child as
merely *'a little sldy in school." #ot 'these 32 cases, parents did answer
questiords about the function& abilities of their children. 'Our hypothesis
that the children would be amongst the ‘most capable was not substantiated;
.their funGtienal disabilities were distributed across all levels (mild,
moderate, severe and profound) in a nongystematic fashion. For subsequent
analyses, the 32 casgs were classified the intermediate, mental retardatiome-
moderate, category} i ' .

The .eantngfullness to parents of standardized intelligence test scores

has been questioned by professionals and advocates alike. The child's aﬁility
~ to function on a day-to-day basis is regarded as more jhportant. The majority
(64.1 percent) of parents had not been told their child's IQ levels (see .
Table III-E). Among the paren(s’.who had been told, the IQ scores reported
were c¢onsistent with the American Association on Mental Deficiency's deter-
wairation of levels of mental retardation using ranges for the Stanford-Binet
and Cattell intelligence teats. Hhether Or not parents- had been told their




. children's 1Q scores differed by age of child, type of child's disability,
family income, and race. . )

that profegmionals did not know what their children's-IQ scores were (472
versus less than 10% of parents of older children). . . .

Type of Disability. Only if the chse of mildly retarded children did a
majority (71%) of parents susp8ct that'"professionals knew theix.children's
1Q scores but had not informed the parents» . .

- ‘ . <
Family Income. Parents in higher jncome familiés were more likely to know
“th children's 1Q scores. Thetefore, fewer high income parents spspected
that professionals knew but had not informed them. ' .

~ .Race, Minority parents were morql likely to suspect ‘that profeésionals Knew
their chHildren's IQ scores but hgd-not informed them (75% of Latinos, 662

.of blacks,.and 44X of whites). ) .

»
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Age of Child. Parents of preschool children were much more likely to report




Tgble I11-A

2

Age of Déveldpmentally Disabled Child*

LY

Preschool (birth to 5 yedrs old) © = 23.5%

4

. Primary (6 to-12 years old) ~  31.3

_Secondary (13° to 18 years old) - ' 30.7
{ ‘

Transitional (19 to 21 years old) t 14.6.

N N

- . N=323

1

Table III-B

Male

Female

Table III-C

. Hhi.te . E 85.4%
Black . 11.2
Lating ) : 3.4

| ‘N-321

~

*1f thers was more than one. devslopmentally disablad child in the
femily, the parent vas requested to answer the survey quastionnaire
for the oldest devalopmentsily disabled child. N's ara lass than
330 due to missing data on certain questions., Totals may not equsl
100.0% due to rounding error. -
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- Table III-D . , N . T
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o ‘ Type of Disability* ¥ ‘ ~

: ’ Y ’ X

| . Mental retardation - mild 21.5% ..

B N , ’

. Mental retardation - moderate 33.9

! .

Mental retardation - severe and profound 20.1

Cerebral palsy 11.7 p -
’ - . 3 LN : .
.A'utiall ‘ . - 3.7 ( ‘3
Epilepsy ' A 9.1
- N=298
. . .
Table ITI'E - o I
N & 3
. 1 have been told that my childls IQ4s . . . .
Untestable R 6.8% | ’ Cy
35 or below" o 5.2°], o /
Between 36 and 55 - . 9} “ I ‘
Between 56 and 70 . 9.4
Between 74 and 85 L 3.9 o
86 or above ; 1.3 . .
« Professionals L't know what ) , ) ‘,
my child's IQ is 16.9 r .
Professionsls may know, but I ;) - - .
havé not been told ) ' 47,2 )
“i\ ‘ R N . N’BO? ’ P4 -1
' . - . r - . : : ’
. B — ,

#hen children were reported as multiply handicapped they were O i
categorised by type as followsg: (1) mental retardation and epilepsy--
categorized under epilepsy, (2); meytal reta¥dation and cerebral )
palsy or mental retardation, ‘cerytral palsy and epilepsy--categorized '
under cerebral palsy. _ ) ' .

— :34 Lo | :
. . ;,. .I A 4




/\require or desire an extended period of time, in high school.

) B. FUNCTIONAL ABILITIES

. N
3 3 4 L
- i

aﬂgrical labels such as '"mental retardation," "cerebral palsy," "epilepsy,"
autisa" have become a commonly-used®shorthand for designating those -
develop-pntally disabled requiring serviees. Parents and professionals have
raised a number of questions about the utility of these labels. Individuals
within the categories may exhibit a wide.range of abilities and disabilities.
Stereotypes, often based upon the most severely disabled within the categories,
. may become att ched to the labels. Economically or culturally disadvantaged
children may be erroneoualy labelled as mentally retarded. To overcome these
difficulties noncategorical definitions, based in part upon functional -
limitations, have been proposed. A number of measures of functfonal abilities
in task areas (Table III-F) ad measures of health assessment (Table III-G)
were included to provide a more conprehensive view than the categorical
labels alone would provide. .

/

Py -

*

1. Functional Abilities in Task Areas
* [ 4
A bare majority (55-581) “of children have mastered basic self-¢are activities
(see Self-Care sectiom of Table III-F). Basic communication skills are
more variable (dee, Receptive and Expressive Language section)® approximately
two-thirds easily handle giving and receiving affection, and understand ' °
when spoken to;slightly less than half easily handle looking at people when
spoken to or greeting people by saying hello; about one-third speak clearly.
or at the proper volume; only one-fifth'sghake hands when meeting someone :for
" the first time. Few have mastered writt®h langyage skills or achieved the .
capacity for independent living. : . ) §
|

[ 4

Age- of child. . A8 would be expected, moet children's functional abilities
‘improve with age. The exceptions are yorth noting. First, the ability to |
give and\ receive affection is the only measure to remain constant over the /A
life cycle. Second, the abilities to resd, to write, and to use public .
transportation alome peak 'in the secondary school-age group (13 toy 18 years
“old), dropping off in the tramsitional group (19 to 21 years old). We _~
interpret this to mean that the higher-fuactioning young adults would not ) "’

~

‘gzpe of Disability. Degree of mental retardation is related to a systematic

way to all of the functional abilities measured. In general, childrem h |
epilepsy.resemble those in the noderately retarded category. The singlel .
exception is the ability to ride public ‘transpo*tion alone (only 4% are .

reported ag handling this easily). This is likely due to lack of predicta- ’
bility of seizure activity rather than physical or cognitive limitations. . -

In general, children with cerebral palsy-or autism reeemble the severely and
profoundly retarded. In thoseacasee where the physical disability would

not be as likely to affect perfornance, those-with cerebral palsy a¥e more

like the mildly retarded: looking neat, giving and receiving affé€ction,

and looking at people when .spoken to. Children with autism are far less

likely to give and receive affectioh than the severely and profoundly

retarded (27% eonpared to 58% are reported as handling easily)

l‘aily Inco-e wvas not assoclated with any of the func;ioual abilities. Lack

L
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of any statistical associati‘b;{s for®this variable suppo:ts our assumption
that the operationat definition of developmental disabilities used for the
study resulted in a relatively pure sample of mentally and physically im-
Eairod children. That 18, there was no overrepresentation of the economically
isadvantaged. ‘ .

. .

Race. Om all but two of the measures, more blaéis were reported as hagdliﬁg

functional ‘tasks more easily than were whites (giving and receiving a#fection,
and shaking hands when meetin}X someonenfor the first time}. For pxample, '
two-fifths of black children were reported as reading and writing simple,
sentences easily.as compared to one-fifth of white children. For some black
children special education -may be a remediation for cultural disadvantages.

-
L]
’ .
+
~
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2. 'Mgasures of Health Assegsment . -

majority of the developmentally disaBled children in our sample are
%Srceived by their parents as béing as healthy asnprmaf children (see
able III-G). Physiological health measures (general health, catching
colds, and tiring easﬂy‘)!vhgmll? distributed, with about the same
proportion of children h te problems than normal children as having
less problems. Where a physiological problem would necessitate the child - .
communicating the problem to the parent, developmentally disabled children
are actually perceived to have less problems than normal children. Thus
40.6% are reported as complaining less often of aches and pains, and 33.42
are repyrted less fussy about what they are willing to eat. With respect
to unus behaviors such as headbanging, a majority (51.4%) are reported
as never| engaging in this type of behavior; only 8.7% are reported as
engaging in this type of behavior often. Slightly more than one-quarter
of the children had ever had a seizure (29.3%) or were taking medicine

regularly (27.82).

Age of Child. Age of child has little effect on developmentally disabled
children's health. Statistically significant relationships were only found
for catching colds and fussy eating habits; the problems declined as the
children matured. There was a'‘'tendency for use of medication to increase
as children became older (21X of preschool children as compared to 33% of
19 to 21 year olds).

t .

+

Type of Disability.. Even.though the number of cases is small (N = 11)
children with autism weye strikingly different than the other” children.
Compared to normal children, no children with autism were reported as

baving generally poorer health, catching colds easily or being fussy about
what they will eat. The latter is especially interesting hecause of the
frequent emphasis on food fetishes as one of the distinguishing symptoms of *
autism. ' Of the children labeled as having epilepsy, 100X were reported

as- having seizure activity (validating the label). Perhaps of greater
interest, 61 of -the other children--labeled mentally retarded, cerebral
palsy or_ggtiatic-1::;e also reported as having seizure activigy. Of this
group, more seizure\activity was reported among the more severely disabled.
Seizure activity was reported for only 12Z of the mildly mentally retarded
and ' 14% of the moderately mentally retarded compared to 39% of the severely
and profoundly wentally retarded, 40% of/those with cerebral palsy and 36% of *~
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those with autism. The actual incidence of epilepsy may be masked by“other
labels which are given diagnostic precedence. Medication is not being
utilized for behavioral control, but rather is associated with the severity
of the disability. Few of the mildly and moderately retarded take medication
regularly (12% and 14%, zespectively) The incidence rises for severe and
profound retardation (38 )+ cerebral palsy (40%), autism (54%), and epilepsy
(85%) .~ .

Family Income is not systeq§t1cally associated with any of the health
related measures except manifestation of unusual bebaviors. Children

'from low income families are more likely to do unusual activities such as
.headbanging, rocking and clapping. Less enriched environments may encourage

such self-stimulating activities.

¢

Race is not related systematically with any of the health related measures.

»
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Table III-F , . 26.
Functional Abilities in Task Areas . )
Handles Does With  Cannot
? h* , Easily  Difficulty - Do
M ’ -
* Self-care activities: for
example, goes to toilet with-
out help, gets dressed, feeds -
self, 55.4% 2992 16.5 N=327
Eats properly. 55.0% 37.8 7.2 N=320
//,Looks neat. 58.3% 39.6 2.2 N=319
) : . i
" |Receptive and Expressive Language
Gives and receives affection. 67.6% .31.1 1 2/ N=321
- /

Understands when spoken to. 63.97% 30.2 N=324
Looks at people when spoken ' .
tO. 46.7% -« 49.6 3.8 Nﬁ19
Greets people by saying hello. 45.0%2 30.6 24.4 TN=320,

* Speaks clearly enough to be .
understood. ’ 35.6% 35.9 28.5 N=326
Speaks at proper volume. 33.2% 40, 8/ 25.9 N=313
_Shakes hands when meeting '
someone for the:first time. 21.8% 43.6 33.6( N=321
earnin

= ~
Reads simple sentences. 24.8%° 14.5 60.7 N-3ﬁ
Writes simple sentences. 20,5% 13.3 66.1 N=322

Capacity‘ for Independent Living v
Organizes adtivities for self:
for example, turms on TV, picks s .
up book or magazine, suggests i .
playing a game. 58.47 - 17.7 23,9 N=327
Knows how to behuv.e ‘properly .
in’ different settings. - 36.8% 52.1 11.2  N=321
Self-Relp skills: for example, ' ~
shops, picks out the'right
clothing forrthe weather or - "

“-event, prepares some meals, { . .
handles money. ) - 22,8% 25.2 52.0 N=325
Rides public transportation . ‘

" alome. . . 15.8% 4.7 79.5 N=317
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lr Table III-G ] .

. Child's Hdalth

' o More Than About the Less Than
Compared to Normal Child's gomal 8 ame Normal
. . .J R
Must be watched closely P
' because of generally poor - .
health. 15.7% 65.8 J18.5 N=313
) b Catches colds easily. 23.27 62.1 14.7 N=319
Gets tired easily. _- . 20.7% 1 18.2 N=319
Complains of aches and . ¢
.-, pains. ' \9§Z, 49.8 ’ 40.6 N Ne305
Very fussy about what she/ i v e
he sill eat. 3 17.0% 49_.5 33.4 { N=317
k) v ’ . -~
) *«Manilfestation- and Tre\a‘tment  often Somet imes _Never'
-4 Does-unusual things like . - _ '
¢ : head-banging, rocking, . . - -~
" clapping. ‘ 8.7% -~ - 40.0 51.4. °  N=321
: Has your child ever had a seizure ,
‘ : (convulsions, speIls, or, fits)? 29.3% N=324
. Is your developmentally disabled .
child taking medicine regularly? 27.8% N=324
< .
) 7
% ) - s h




? S ' @ C. EE SOCIAL WORLD™ - ‘ SN
". ' .';' - . ‘ . : . N - ' *
T < , The home is the’ idesl place -for leatning to intersct with normal children and

* . ' adults through the effective use of leisure time. Type of participation in

toutine household activities wfll.affect the nymber of skills learnkd.
-+ Partjcipation also teaches the. value of comstructive use of leisure time. :
- - *  The more opportunities previded through- the homé for interaction with rélatives
: and neighbors, the nore normalized the ¢hild's environment becomes., g

Social, interactions with others may be limited or efffuraged by the child's §* ..
"+ "y _* parent¥ or own personal priferences. Approximately 60% of ,all the children
' . are rest ted-to the house or yard when they are unsupervised (see Table III-H).

¥ . - .. However, child's mobility without supervisiba is, as would'be expected, highly ' |

. associated with age and type of disability. By the age of eighteen td twenty- d

e o gpe years only 31X are restricted to the house or yard 1if theéy arqnot . /
supervised. As the severity of the chifld's disability increases, so does .

the amouny of supervision. More than 90Z of.the children do watch television
(Table 11I-I). One-third<of them have the amount of TV viewing time monitored
by th parents. Whether or not parents. place limits on theé amount of 'time
spent watching TV is nofs associated with either the child's age or type of. o ]
/disability exceptﬁor the very youngest gnd most sever€ly djsabled wh
not watch TV. The extent of interactioms with other children is rarel b
limited by the child's own preferences (Table III-J¥. Only 5% prefer to be J
alone rather than with friends.and- almost two-thirds have no friendship
.preference because they enjoy being with everyome. - . . y
¥l ~ - . .
Outside of. school, the vast mjority are engaged in meaningfyl activities---
sich as doing homework and chores, engaging in fam:[Ly activities or watching .
° TV (Table III-K). Very few are often just wanderisnif¥simlessly (62). Brothers’
~«_ and sisteéers are the most frequent playmates, followed by unrelated x\ormal
children, @nd then by cousing or other relatives (Table III-L). Less than
* one~third spend time outside ‘of v8chool: with other developmentally abled ]
ldren. The family ahd community do provide a "mainstreaming" or normalized
snvironment. Ninety petcent have the ability "to get along nicely" in their
4ateractions with these playnates (Table III-M). About one-third do have
iculty in terms of concenﬁ";tating on #nd initiating activities.

»

f Chii.d. Social i'elations’ﬁips dg change significantly over the life
cycle. +Amount of time spent™n activiti®s with parents,. siblings apd other
relatives decreases dramatically. For ‘example, 632 of the preschool children
were often engaged in activitjes with family members compared to omly 23%

. of the transitional group. Correspondingly, over the life cycle more children
+  in each subdequent age group spend tige watching TV and with other develop-~

' mentally disabled children. K The older ‘the chﬂ&, the more constricted the ¢
soci&l world ggeas to be. . . . i Py

1‘% of Disability. Severity of the disability is associated with social
relationships in a predictable fashion. The mildly retarded have the most °

exteénsive social contects and capabilitie,s. Children with autism have the

1u.to . - ’ N . -
' . . * » N - ~ : ” .
Family Income. , On post of the dimensions investigated, f4gily income is not .
- " o
- &
> P . *
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- . 29,
' &ssocisted with eo’cial relationships. The two e:gce'pticns are worth noting.
Children from low-income families wewe much more likely than children from
' high~inceme families to help around -the home (42% versus 24%) and to spend

time with cousins or cyer relatives outside of. school (34% versus 13%).

Race. Children from black families had more social interactions with s wider® .

- variety of people and were evaluated as having better interperxsonal skifls
© ¥ than were children from white families. e ‘
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Table III-H .o ” -
- *‘:%%

nay go without supervision?

Parents usually establish limits to how far a child cap go alone.
What is the farthest from home your developmentally disabled child

I L

our house or yard only 58.9%
. . r-/—-—'-r\\*
Around our block only 6.5
Across the street . 3.1
In our neighborhood only, and may cross street(s) - 19.6
All over the comqpnity 11.8
' N=321
Table III-I . e .
Wetchiﬁ;.TV seems to be a favorite pastime for children. Do you

1imit the number of hours your chi1d spends watching TV?

¥
Yes ~
No .

It 'isn't necessary.because our child
doesn't watch TV, ’

=

33.6%

57.8

8.7

N=277

ot

Table I11-J

3

prefer?

i

What kind of friends does your developmentally disebled chjld

d P)

nas no preference, likes to be with anyone
>

w

-
Younger children
Chitdren of the sane age

Adults ’
pPrefers to-be alone

Older children ‘-

1

quna
13.9

9.5
5.4
5.1

3.4
N=295
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Table III-K ( s o y
- i d _ / i #’ +
During' the time yoxi'r developmentally disabled child is
L2 at home on a reguldr week day, what is 'she/he usually
/ doing before going to bed? ' ¢
. T Often Sometimes . Hardly Ever
Wandering aimlessly; no real .
activity. ‘5,82 20.1 " -74.1 N = 259
Working on developmental skills, ¥ .
doing Homework, or reading. - 18.0% 37.2 " 44,8 N = 266
Helping around home (for eiamplﬂélf
taking out trash, setting table, ' o
sweeping, fe‘eding pet:s) . £ g 28 72 . 30.5 . 40.7 N = 275
| Activittes with'family (for ,,,;L )
example, ganes,, Tesding, t'alh»iﬁgﬂ', ‘3Lz 7.6 11.3‘ N.o= 274
Watchiﬁg TV or L;lstening to’ g i ) __— '
radio or: recor&playet C g te 7263 - 18.5 8.9 N = 281
——
Table II1-L Sl Tl e v
o L : .
] Out‘;‘ad"ei& ’schgol, doe.g_‘ your developmeﬂtally disabled .
‘ - BN chj.ld spend time with: -
- . - : .4: * .’ ! . :
"; ';' ; }(\ , Often Sometimes Hardly Ever
e . I ’ - ) .
Bt’othere or sisters? 62.9%¢ 18,1 '19.0 N = 310
Cousins gr otfier relauv"fs? (23,28 - 29.1 1.7 N = 306
. ¥ .
Noml _child(ren)‘, not relaeives? 31.72 - 31.1 37.2 N = 309
e . : oo . . - -
Developz_entally disgbled child(ren), ' .
not relatives? - . 11.12 19.9 "169.0 N = 297

L ' . ) N

——

% o * \ D)
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_Table TII-M
3 .
* . Below are some items. about getting along with other children.
< Do they describe how your developmentally disabled child gets along?
-ﬁ—;
£ Often Sometimes Hardly ever

Hgs the ability to get along .
nicely with other children. 65.52 °  25.3. 9.1 . N = 316
Is g'ble to git down and-concentrate . j ‘
on a game. ~ 31.32 31.0 37.7 N = 313
Can initiate an activity with “ : -
other'children. : 31.8% 29.6 38.6 N = 314
My child always wants to have _ .
his/her own way. 29.7% 43.8 26.6 N = 313







. ‘ . . .
' A. ATTITUDES TOWARDS MAINSTREAMING '

1. Mainstrgsmidg v '8
s ) . -
Theoreflcally maingtreaming can be conceptualized as a continuum providing
developmentally é&isabled children with an increasing amount-of contact with e

other children. However, 'parents’ attitudes do not seem to be organized in
this fashion of increasing or decreasing favorability towards amount of con-'
— tact provided. Rather their attitudes are bimodal, favoring either separate
. buildings or a co-bination of special and regular classes within a pegular
. attendance center. Conversely, there is little support for either {otal in-
tegration or for self-contained classrooms within a reguihr attendance center.
(See Table IV-A) .
’ Slightly over 2/3 of the parents reported that their children were in the type
of environment they.perceived as most appropriate, although not necessarily
in thei? own community (see Table IV-B). Of the parenyd who reported that .
- their children were not in the most appropriate environment, virtually all had
children who were attending separate schools for the developmentally disabled.
Not surprisingly parents of mildly and moderately retarded children were more
likely to favor a combination of special and regular classes within a regular
attendance center. .
Attitudes touarda mainstreaaing are based upon judgments about both the educa-
tional and’ social needs of developmentally disabled children (See Table IVLC) ’

A majority of parents feel their children learn more in special education -
classes (82.7%) and would have difficulty getting dlong socially if all the
other children in the program were normal (59,5%Z). On the other hand, they
alsc feel their children would greatly bepnefit from meeting more normal chil-

. dren €60.07). This complex assessment of different needs may account for their
ambivalence about the motivation for mainstreaming (see item #5, Table Iv-C).

.. Age of Child. Parents of younger children are more likely to express attitudes
favorable towards mainstreaming. This may reflect a more hopeful outlook among
younger cohorts and/or that developmental delays are not as accentuated for .
youngar chtldren.

Type of Dissbility. . As was true for feelings’ about appropriate environments,

not surprisingly parents of mildly and -oderately retarded children were wore .
N likely to favor mainstreaming than were parents of children with severe or pro-

found retardation, cerebral palsy or autisa. . .

- ¢ .
Family, Income did not seem to be systematically associated with attitudes toward -
mainstreaming.

¢

~ 2. Parents' Priorities for Programs ,

Program priorities are clearly child-centered (see items ranked #1-5, Table IvV-D),
vith parents' needs second (see items ranked #6 and 7), and mode of service
delivery least important (see items ranked #8 and 9).

v ) ' : . ’
[ ' . »




| back funds for special education. 38.97 29.6 31.6 N=301

36.

¢ ’ .

Teble IV-A- . -,
There is a lot of talk these days about Tnainstreaming’ children with
d

chi

tal ‘disabilities into programs and classrooms with normal
en. Mainstreaming means different things to different pareits. °

If your child were to be mainstreamed into the environment which-you
felt to be most appropriate for his/her developmental disability, Which
of the following alternatives would you choose?

Baving ‘child attend a speclal aducation program or school for ghe.

developmentally disabled located in your community. | 47.32
- "

.| Baving ‘chi1d attend special educationm classes in the same building .
as other children attending regular classes. . 12.5
Having child involved in some special education classes but also ]
in some classes or activities with normal children. ~ 38.7

. 3 Co ’
1Having child involved only in regular classes and activities with )

normal children. _ k 1.6
- ‘ 4

“ ] ) N=313

Table 17-B i .
1s your child actually in the type of environment-which you checked
above as most appropriate? ]
- — )
Yes, in our own community ‘ - 40.82
Yes, but not in oyr ownacom.mity R * . 27.3
¥o - - ' E ’ 31.8
_E=311
Table I¥-C -

Some parents have made the following statements about mainstzqaming.
Do _you agree or disagree?

. Agree Uncertain Dlsagree
\ -
My child learns more in special edu-
cation classes than would be possible < ,
in regular classes. : 82.7% 12.7 4.6 N=307

My child would do better in a special

regreation program than in a regular
program, . ’ 73.32 + 14.0 12.7 N=300

My developmentally disabled child would

greatly benefit from meeting more nor-- .
mal children. 60.07 18.7 21.3 N=310

My child vould have difficulty getting
along socially if all the other child- .
ren in the program were normal. . 59.5% 14.4 26.1 K=299

¥

. N -
Mainstreaming is an excuse. forcutting

.

. 4‘7

»
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! Tabley-D ¢ .- . ‘T .
If. you had a-choice in selecting your developmentally disabled child's
program, how important would the following be in making your decision? ’
(rank ordered by importance of factors) .
* ’ — . . Not
. . . Important Uncertain Important:
1. That my child likes the
program. 96.8% “ 3.2 0.0 N=311
l ’2. That thefe are supppft:, staff ] .- .
available (psychologists, ! '
—_— . social worker,.doctor or nurse, -
l ) ) therapists). 96,22 2.9 0.9 N=313
3. That the program is develop- B w
mentally sound (small staff/
N * student ratio, regular writ-
| ten progress reports, skills
l instruction provided). 95.2% - 3.2 + 1.6 N=313 ° -
J 4, That the facility is attrac- ' ’
tive (clean, well kept~up, ) .
] have recreational and social , - . 1
1 - areas, provide meal services). 94.9Z 3.5 1.6 N=312
j S. That the program is easily ac-
cessible (within walking dis-
tance or with transportation . } 2
' ) provided). W 85.8% 1.9 - 12.3 N=31%
- ?
6. That there.is an oppontunfty 1
for parent imvolvement. 83.9% 10.3 5.8 K=310
& * ) . N —_— —~——
7. 1'15: I like the staff. = 82.9% 6.8 . 10.3 N=310 . |
* 8. That other students in the .
. program have developmental
disabilities which are about
the same as my child's. 78.5% 9.0 ' 12.5 - N=311
9. That my child remain in the
public school system. 54 .47 20.1 25.5 N=309
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1. Social Distance

"Labeling a developmentally disabled child as deviant may result in both the
child and the family being isolated from regular social contacts. Increased _
socisl distance and isolation can occyr as a result of ‘the family's withdrawal
from social interactions as well as because others exclude the family and child
from their social activities, If parents are willing to initiate social invi- "~
tations, most (88.6%) perceive their neighbors as willing to accept (see item
.ranked #1, Table IV-E). Pewer perceive their neighbors as willing to extend
the invitation (69.2%), to accept the developmentally disabled child as a friend

v for their own children (60.3%), or to accept the child as a neighbor livipng in

" a community living facility upon reaching adulthodd (61.3%) (seg items ranked

#2-4, Table IV-E). When relationships move beyond neighborliness to collegi-
ality at work, at school and in clubs (see items ranked #5-7), only about 1/2 of
the parents perceive their neighbors as accepting their developmentally dis-
abled children. Finally, least acceptance 1s perceived for relationships which
symbolize adult -status in thé community, opposite sex friendships and voting
privileges: (see items ranked #8-9): Thus, social distance is perceived to in-
crease as developmentally disabled children move from their own homes, to the
neighborhood, to collegial relationships and to full acceptance with all the
rights and privileges of adulthood.

Age of Ch4ld. Parents of younger children are more optimistic, perceiving less
social distance, than are parents of older children. N

~ ¢

Type of Disability. The relationships between perceived social distance and
type of.disability are quite dramatic. Parents of mildly retarded children
perceive the greatest acceptance (65-95% think their peighbors would gccept
their children in the 9 situations. pfesented; interestingly lowest acgceptance
is perceived for opposite sex friendships). In general, projected accegtance -
decreases by type of disability as follows: moderately retarded, epilepdy,

, cerebral palsy, severely and profoundly retarded, autism. A majority (80%) of

.2§ighbors of families with autistic children are perceived as willing to accept

y an invitation to the parents' own homes. A minority (0-442) of neighbors

~ of families with au Astic children,are perceived as accepting of the other 8

types of si;gatiog;}presented.

Family Income. In gengral; lower }ncome families perceive neighbors as more
accepting. ’ . .o

Sex of Developmentally Disabled Child. 'Invariably, neighhors are perceived as
more accepting ofs developmentally disabled daughters than of sonse

* . 2, Entering Adulthood '
R . A
. "Thipking of what their developmentally disabled children will actually be doing
upon reaching adulthood at 21 s e mos &
' a continuation of familial protectiveness (ghild remaining at home and having a .

s . . 8
.

. | | w”-' | '. . . 49




job in a sheltered workshop) or independence (child living on own or with
friends and having a regular job in the com-unity) (See ﬁ;ens ranked #1-2
' in Tables IV-F and IV-G.)

Age of Child. As was the case for perceived social distanee, parents of
younger children are more optimistic.

e of Disability. The more severe the disability the”more likely parents
are to chodse a commmity facility as the most appropriate living situation
(see items ranked #3-5, Table IV-F)., Parents of mildly retarded children are
most likely to expect their children to hold a regular job {(60.0%). Parents
of moderately retarded children project either a sheltered wprkshop (43.6%)
or a supervised job (31.82) as appropriate. A job in a sheltered workshop is
expected by parents of children with autism (88.9%), severe and profound re-
tardation (69.4%), epilepsy (50.0%), and cerebral palsy (42.9%).

- 4
Family Income. The higher the income, the more likely parents agxe to project

a community facility and a sheltered unrkshop as most appropriate.
_—

- Sex of Developmentally Disabled Child. Females are more likely to be expected
to. remain at home or to live on the4¥ own and to work in a sheltered workshop.
Males are more likely to be expected to live i{n a~commmity facility and to work™
in a regular &r supervised job in the community. That is, females are perceived
as needing more protection on the job whereas males are perceived as needing
more supervision in their living situationm. .

-

»




*. Parents Comments Concerning the Future
of Their Developmentally Disabled Child

« Concerning her futurer-I many times hope I‘out-live her but the future’
cannot be ignored and must be planned for. We must try to make it as pleasant
for the retarded as we can. (#506) ' :

- L.
I feel parehts of younger ha icapped youngsters, that will need super-
" viseqd living when they are older, shquld be concerned about the future, now.
It's easy to put it off and hope somet e available in 10 or 15
years. It's very hard to get parents to look” into the future. This could-
be because the future is so uncertain—how far will their child develop,
\_/jhat will be available, etc. (#315) ' T

. Can't bear to think about it now. Feel we'll cross that road when we-
come to it; that it is impossible to cope with something that «won't occur
for 20 years. (#594) :

[

. I would like to see all kinds of "care facili " available so I could
place my child in an atmosphere that i1s "right" for Rkey. It would be un-
realistic to put a-child who is not self-sufficient in her own apartment or
with friends. Then there are supervised facilities—-as to what kind of super-
vision it would of course depend on how independent my child is at that time.
I hope by then there are enough "care" facilities available so 4 parent could
make a caringdand educated choice and not have to place the child in an unfit

area only because it was the only space available. (#590)
. \

1 would feel much better about his chances of a job if he received at
least % day vocational training beginning at the junior high level. This is
not true mow. He is-a good worker. He wants to "get a job". Training is
‘the problem. (#054) .

We are very concerned about our child's future financially. Will there
be sheltered work -shops? Although a number of family members will take our
child if anything should happen to us, the financial burden is a great con-
cern. (#134) .

~

Since we very mich want our child to liye with us, I forsee a pregsing
need for respite care.  As we get older, it may be physicallyemore difficult
for us to meet his needs, and any help in this area will be required. (#643).

Help!! , There seems to be little, in terms of counseling and information
available. (#328) b '

.91




Table IV-E

.

#

r

comnities more accepting than others.
at different stages in life; how accepting do you thinky
neighbors are (or would be) in the following situations?
.[rank ordered by frequency with which community accept-

(would):
ance prolected)

" Some people with developmentally disabled children find certain~

fmagine your own child

our own
They-do

*
~ -

~

. Visit us when child is at home.

Invite to visit in their own
homes. '

-

Accept\ as a neighbor living in
a community living facility
(upon reéghing adulthood).

Accept my devélopmentally dis—
abled child as a friend
their own.children of t

age. "//

Accept as a coworker (upon
reaching adulthood).

same

Accept as a classmate at the
same school for their own child-
ren of the same age. =

Accept as a member of a social
club . with their own children of
the same age. .

LS

Accept as a friend their own
children of the opposite sex.

¥

Accept as a voting member of the
coumfhity with full legal rights
{upon reaching adulthood).

Would not

. Wouldd Uncextain
. 88.67 6.6 4.7
) 1]
69.2% 12.1 18.8
61.3% 29.8 8.9
| o
60.3% 18.8 20.9
/
- 52,2 . 32.5 15.3
- v
51.7% 24.0 24.3
50.5% 24.8 24.8 *
46.8% . 25.3 27.8 "
w.4T 32,5 25.1

N=317

=315

N=315

N=320

N=314

=317

N=311

N=316

=311




s \ .
. ) _Aable TP ' -

. . Which of the following choices of living situations do you think will
be most appropriate ivhen your child becomes 21 years ‘0ld? (rank
ordered by frequency with which living situation expected) A

[N

3

: - " |1. vith me at home. ’ B | 34.0%
2. Living on own or with friends. 4 21.8
R | . ’ ) ' . ‘
3. A private ‘residential faciiity (1like Grove or Lamb's). 19.8 ]
2 . ‘ .
4. A supervised apartment house unit, : 1.2.5 '

~

5. A public residential facility (like Wauk%an' Dev‘eImeerital .
Center) - . . © 11,9 4
- .

— . k " - /
, !

f - -~

Table IV«G .
Which of the following choices of work situations do you think will be -

most appropriate whgn your ‘child reaches age 21?
: 7 =

—

1. A job‘.n a sheltered workshop. _ 43.5%
.2. A regular job in the coﬁmﬁgnf:y. P _ '_32.4:

3. A supervised job in a ,speci;].. business program (for example,
y in a hospital, restaurant, or motel). T 26.1

‘ , . 53
- =

r)

N

cn 3
0
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Althpush.few-children are old ana~capahle enough ub look.after themselves (3 32),
not’ many parefits have contingency.plans for placement in a supervise acﬂity
(10.2%) in the event that they became unahle to care for their develo n\:ally
digabled’ chlldren. The najority’expect other family members or friends would

'fu
l’ew parent =8 long-range plans involving “a residential plaeement

' the event eed for such_a placement is anticipated, the timing
transition is left \fague (see item ranked #2, Table IV=I).

tives or frjiepds; paren of older ‘ldren are more likely. to have arrang

Qj}w

acility is to have, beea planned. i ) 4

, c. ANTICIPATED NEEDS' FOR RESIDENTIAL. CARE ' Y

cart for tfefr chil‘dren (63.02). ,The remainder, about 1/5, simply trust to the
tute or leavg 'phcenen( up tb the State., (See Table IV-H. )

L 4 o 4

pervised: facility, The more severe the disabflity, the more likely
] .,
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. ., . 7 - »
- Perents' Perceptions of Their Child's Need .
\ . . ‘for Residential Placement . _' ’
AN ~ e
LR - ) - : ) Lo
‘ e right-time is when the fanil§y can'no longer provide what the’'child
needs tivé]ly--when more help, teathing, etc., 1is indicated. Family . *
health also shotld be considered. I féel no B member, retarded or not,
N should be more important than any other member.. However, the retarded per-
: son deserves no less than the best opportunity to develop his potential. (#263)
. et s : : .

. * ('3 .
- I am looking for a residential home now—-My son 18319 and the longer I
*  wait the harder it will be for him to adjust to adulf living. It is diffi-
* cult to find a placemenf-with waiting lists everywhere we turn-end not omdch .
help from outsiders. (#310)
- - ,'
N

LY

< I placed my child 12 years_ ago because I could' not continue to care for
‘her and give her and the rest of the family the necessary time. At that time
there were not any programs for after schood etc. and T was physically worn

> down and could not contipue as things were. I needed physical help more than

« anything else. (¥776)

i T “

) We would like, if at; all possible, to avoid residential placement, but
.‘ feel that, realistically, this may l'?ve to be considered someday. (#583)

‘ L)

- 1 * . . -
_ Children who are normal grow up and leave home at about this time. It
‘ would be unfair to our child to keep him at home without friends and activities
(#281) = . o C . . NN

& - . - ' CoL
. . We plan to hav,é—{ur child finish his special’ education years.ands then
*? gee what the possibilitigs are for his future.- We would like to place him~
' is a permpanent home while we are still heaithy and able to visit him and have .
fin home for vacatjons. After his schooling is finished, we feel he will truly
miss his, friends, 11 DD fndividuals, .and wpuld be happier in a residentiat =
. or community living placement before an emergency arises and he has to be
' abruptly uprooted from home. We don't know at what age this willsbe. * (#508)
¢ B ( . ~- . . - 1

. ‘ - Plan to’place in early to miglitens’becaqse: 1)We are weary; 2)I feel
.‘unprepared to care for a menstruating teen with deve10pmenta1 disabilities;
3)1if child is positively going to live elsewhere, this seems to be a faijly

< ,natural e to make a transition; 4)considerations of various sorts in regard

*

[4 Kl

to adolescent sibling same sex. (#328) 2 ..

’
. “

Our child will finish school at 21. Her brother, and’sisters will most '
" 1ikely got be living at home. He father and I will be in our 50's. I-think
“*if. a good residential placement c be found it would be to everyone's ad-
* yantage. I think at age 21, our c 1d will want friends, a social life, etc.,

%e commudity cannot provide at this °

that we will not be able to provide gnd t
time. (#315). >

L]
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Table I¢-H S < -
Many parents are concerneéd about ‘what would happen if for some reason -
they were unable to care for their developmentally disabled child.. ° l
What do you thiffe-wbuld happen to your child if you were unable to
care for him/her? (rank ordered by frequency of future type of cvare :
-+  anticipated) . ’ ’ . . < )
R : ——1
1. A fanily’be; or friend would care for child. - 63.0%
2. I pray to outlive child; I live f.:om 8ay-to-day and trust.: ’
the future w¥ll, look after itself. 13.9
3. I have plann®d for placement‘'in a supervised faciiity. ~  10.2
4. The State would place and care Tor child. . 9.6
5. Child is old and capable enough to look after him/herself. = 3.3 -
) _ me303
MV AR . ’ T
L ] ’ .

Table TV¥-I* .
- If your future plans include residential care for your developmentally
disabled child, when do you plan to do this? (rank ordered by frequency

" with wvhich timing of residential placement planned) .

1. Do not Elan ;es;l.dent:lél placement . 43.0%
2. Oth‘ plans (not sp'ecified. as to timing of placement) © 32,9
3. My ¢hild.is cur,rently in a residentj(ai\ fac:le:I:ty.‘. - . 11.3
4. When t:e/sﬁe becomes .21 years old. g R . oy 1.0
5. As soon as we _c;n fi-ndga place for him/her. N - 3.0 _
6. 4hen our child ;i.aishes his/her current day progtam.- ) 2.7

rd o . : N=328
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AL Aminmxoﬁ OF CAUSALITY
v

L v
. . . .

»

v
Parents have different reactions to finding qut that they have a child
vith a developmental disability. Some seek to reorder their lives and
expectations by finding out as much technical information as possible.
Some wonder if the disability was caused by something they did or something

that happened to them. Some are able to accept the disability without -
searching for reasons. Parents may agree or disagree with the explanations
offered by doctors. : ‘ Y .

Parents were given a list of eighteen causes for- their child’s developmental
disability (Table V-A). They were first asked whether ary doctors had
mentioned each as possible causes. They were then given the seme 1ist and
asked how many of these they personally bekieved were causes. Parents most -
often responded that doctors did not attribute causation or blame and they
ed to concutr with this judgment. There is,a very slight tendency for
%ts to blame themselves to a greater exten than doctors are reported

(Items 6, 8, 9,-10, 12, 13, 14, 16, 17, 18); and for doctors to'- - - .
provide a non-evaluative .medical explanation to a ,greater extent (Items _
2, 3, 5, and 11). For the most parts, there is very close agreement reported . o

Vbetween doctors and parents. There are tyo areas where attributions of
causality are réported to differ markedly. Parents are more likely to attri-
bute the disability to the will of God than are doctors (37.5% versus 18.8%)
and to blame the medical profes,sion for a mistaké (17.6% versus 10.4%).

[} P
So-etiqes after par_ents learn that a c¢hild of theirs is velopmentally dis-
abled, they make a decision about whether or not they, more children.
Parents were asked to describe their personal.thoughts about this decision
(Table V-B). The most common responses given indicated that having a
developmentally disabled child was irrelevant to decisions about having

- more children. Approximately two-fifths just watted more children (Items

1 and Z) and another one-third did not (Item 3). If the developmental

disability did make a difference parents were more likely not to want more
Mren. Apgroxinately one-quarter were .afraid a,dditional children might -

be developmentally disabled or that they. would not have, enough time, energy

and aoney for them (Items 4 and 5). A smaller proportion of parents, one

out of every séven or eight parents, wanted Yore children in ordet to help
. the developmentally disabled child or in order to have a normal child (Items

7 and 8). Concerns.for the mother's liealth rather than concerns for the

children were the, deciding factor for some parents (Items 6 and' 9). &

ége of Cpild. The younger the c’hildren, the more likely the parents. were v o
to have made a decision not to have more children after learning about ‘ . :
the developmental disability. It may be that increased emphasis on main-

streaming has made parents more awaré of the extra effort a developmentally

disabled child will require and more féarful about having additionak children.

. Neither. ypc of Disability nor Family Incopé seemed to be related in any’

systmtic fashion to parents' decfsons about having more children. - -

. .
\
e ’ ~» ‘
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Table V-A . {
il - ;ﬁ
4 Attribution’ of Causality -
(Rank ordered by frequency of doctors mentioning causes.)*
. h - \ .
» ’ )
. ‘. Doctors -Parents
. . Mentioned  Believe '
‘1. She/he did not know what caused the
condition or said it was not anybody's ) .
fault: it couid have happened to anybody.- ~ 61.8% 60.42
2. Difficult delivery.” ’ 20.42 " 19.9%
4
3. 'Genetic problems. 20.42 "18.92
4._ The will of God. 18.82": 37.52
- + ~ 4 - Iy B ) - [—3 I = ~ - - L)
5. A childhood illness or accident. 12.5% 12,42
e ’ .

- 6. Baby was predature (3r§ostmature) . 11.62 11.82
7. A medical or doctbr'g ntstake. 10.42 17.6%
8. An illness during pregnancy )

(such as toxemia or rubella) 10.32 10.62
‘ e
9. Hother too old to haVe had the baby. .7.8%° ' 9.62

10. Fanily istory of’ developmental disabilities. 7.8% 9.3%
11. Bh incompatibility. 4.4% 3,72
12. Drugs, alcohol, smoking during pregnancy. 3.4% 5.02

13, A fall during pregnangy. l S WA 4 3.72
14, Environmentdl factors (for example, ° .

lead-bued paint, mercury contamination). 2.5 4,3%=

15. nid not ‘gi{ve the baby enough attention .

in infancy. . 2.22 1.92

16. Mother's diet during preé:;ancy . 1,9% 4,3

- "

17. Negative or ambivalent feelings about )

. having the child. . - A 1.3% 2.2%

18. A previous abortion. ‘ 0.32 0.9%

» [ s 9 \

., *All N's = 319, pu v .




Table V-B

P

sgnetihee after parents learn that a child of theirs is
developmentally disabled, they make a decision about
whether or not they want more children. ‘
Do the following describe your personal thoughts
: . about this decision?
. (Rank ordered by frequency feelings expressed.)*

1.

2.

3. .

4.

‘e

Yes, I felt
this way.

Just wanted mofe children. ' ) 39.1%

= [ I . e - e .

More children wanted, and no reéason to think that

¢ ,they would be developmentally disabled. 38.1%

No;‘nore, children were wanted anyway. *31.2%,

No more children wanted because they might be
developmentally disabled. g 26 .42

No more children wanted because ‘this child needs
so much time, energy, and money. 1 24.8%

I was too old to have any more ghildren. - 16.7%

developmentally disabled child,

-

More children wanted in order to h'élp the /
14.5

More chihren vanted because it was important to

have a normal child. ) 12.3%
T % L .

Was a difficult delivery; additional deliveries -
possibly dangerous to my health. ) 9.7%

»

-

*A11 N's 2 %17.

-
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{ . - B. EFFECT ON SELF AND FAMILY ¢

s -
\ .

Having a developmentally disabled child in the family affects mothers and
p fathers, individually, as well as their marriage. The extra attention that
- a developmentally disabled child requires can result in either strong bonds
of affection or resentment. There may be opportunity costs insofar as the '
developmentally disabled child requires so many resources--time, energy, °>
money~-that other activities have to bd curtailed. ’

1. Effectl on Hothers

’

-

Hont mothers feel that having a develomentally disabled child has been
] beneficial to them personally (Table V-C, "Feelings" Items 1 and 2). It
*1s also the case that most mothers do not feel ‘adversely affected (Items
3 to 6). When it comes to admitting negative feelings, ‘however, attitudes
are likely to be polariced (fewer people’ expsess uncertainty). Thirty .
percent feel uncomfortable leaving their child at home when they go out
< and about one-tenth admit to sometimes becon;ng 80 frustrated they wish
' the child would die.

-~ - -

[} When it comes to mother's social or occupational opportunities the develop-
mentally disabled child is more likely to have a neutral or positive effett .
.than a pegative effect (Table V-C,, "Perceived Effect'). At the same time, ,
counseling or respite care may be necessary for: the two-fiffhs who perceive
their involvementin outside social activities to have been curtailed (Item
3), and the one~seventh who perceive home enterta g and geographic mobility
to have been adversely affected (Items 5 and 6)

Age of Child. While age of child does not seem .to be associated v‘vith mothers'
feelings about their children, the older the child, the more likely mothers
are to report a curtailment of social and occupational opportunities. .
¢ .
. Type of Disability. The more severe the disability, the more likely mothers
are to admit having negative”feelings about their children. That is,
) mothers with children having severe and profound retardation, cerebral palsy,
’ or autism are more likely to wish they could go out mére, feel "trapped" at
home, and have wished their child would die. They are also more likely
to percefve their social and occupational opportunities a8 having been restricted.

Ps Family Income. In general, the higher the fmly income the more likely =
.t mothers are to express negative feelings and perceive negative effects.

[y

2. Effects on Fathers and Marriages

As vas the gqase for mothers, the effect ofi the majority of fathers is

perceived as beneficial (Table V-D)» In general, husbands are Mot <
perceived as being affected ag greatly as mothers. .
1 ) o - N ‘&‘

» 3
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AN . 3. Time and Plfdning »
In general, families seem to: Wvdopmental needs of their childrgn
very well (Table V-E). Over two-thirds spend between an hdur to one-half
of their available time with their children. Less than ten percent fall at
either extreme, either spending only a few minutes a day or having little

N\ time to do anyt‘ng else.

Overwvhelmingly, -others .accept the major responsibility for——f-:l.nding out
\ wvhat is available for their children and deciding among alternatives (Table
.V-F). In terms of finding out about what is available mothqrs are equally
likely to act on their own or in conjunction with their husbands. However
“in deciding on an,alternative, that is in acting upon information, both
husband and wife are much more likely to be imvolved. Mothers are more
likely to o be the information gatherers, with husbands retaining decision-
making power. In only a very small proportion of families (2% or less)
do fathers act -on their own or do grandmothers or other kin become involved
in obtaining information or decision-making.
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Table V-C

-

Effect of Developmentally Disabled Child on Self
(Rank ordered by agreement and perceived good effect.)

]

1.

2.

. Learning new skills. . _48.12 45.2

=

Feelings ree Uncertain Disagree

I consider my time with this
child to be well spent. A 84.52 - 10.7 4.7

Having a developmentally disabled v

child has made me a better person. - 63.3%: 23.5

. 1 feel uncomfortable leaving my

developmentally disabled child
at home when I go out. 30.7%

. I wish I could go out more

without this.chi T 21.0%
I feel "trapped’, at home because

of developmentally

disabled child.

°

. Sometimes I've become so
- frustrated by problems caused by

the developmental disability that
I've wished our child would die. 11..52 - 3.8

Perceived Bffec_i Good No Effect

. Rel:l..gioqs involvement. ’ 34,12 59.8

. Involvement in social

activities outside your home J 29.2%. 50.0

>

. Political -involvement . 18.32 - 77.8

. Entertaining people in

yobr home. 12.6% 73.5

2
Moving the family for new

job opportunities. . '5,3% 81.1

. ¥

1
Making a success of your career " 13,32
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Table V-D s

y v }! v O ] -
szect of Developmentally Disabled Child
’ [ on Hugband and Marriage

<ues

(Rank ozdered by agreement and perceived good effect;
ions answered only by married respendents:)

L)

ﬁeel ings ree Uncertain Disagree

-

1. I'm satisfied with the
amount of time I'm able to

.

spend algne with my husband. 64.3% 11.8 23.9
. .
' 2. Having a developgmentally
' disabled thild has made my .
* husband a better person, 52?2 29.2 18.3
. ‘
3." Having a developmentally
) disabled child has brought 9
my husband and me
closer together. 51.32 . 23.6 25.0
. .| 4. Sometimes my husband has
v ' become so frustrated by
' ‘probleme caused by the
developmental disability »
that he's wished our '
child would die. . 3.7% 1127 . 84.7
\ ) “perceived Effect Good No Effect Bad
S 1. Your darciage. - 37,61 49.1 13.3
' - ) - o
2. Your husband's naking N T ~ -
success of his career. 7.4% 88.1 4.5

N = 272

N = 274

v

N = 275

+ N =273
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- ’ In order to- help a developmentally disabled child learn
as much as possible, adults may spend & lot of time working

with him/her outside school. For example, this time may |

. i include things like physical ,exercise, simple tasks like -

. ) . _ tying shoelaces, reading practice, helping with homework,
talking to your child, or playing games.  How much of your time J
on a week day is regularly spent in such activities with your child?,
afy No time; child does not 1ive at home. ) . 12.l,z

o] Only a few minutes a day: T4 . 9.2

About an hour a day, more or less. 33.3
) . ﬂ'
About half the time my child is at home. 36,2 . ’
- ' .
I do not seem to-have time tq do -much else -
when my child is at home. 8.9
A _— N = 315"
- » \. .
-
~
» o>
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Table V-F

- In making plans for children, usually parents go through two st:epsz
(4) finding out_about what is available; and.
(B) "deciding which plan to follow. -
Think about how plans- are made for your developmentally disabled child.
l v —
. " (A) Who find(s) out about what js available? ' ‘
' : _ self » o T T 46097
. Husband - 2.0
Both spouses " 48.8 ° . -
/ 1 < . .
Self and mother ) 1.3
Self and friend or relative 1.0
’ " N =303
. - . P
'(B) Who decide(s) which alternative to choose?
" § = Self - . 14.1%
.. Al . ’
Husband . X 1.6 ’
> - ,
Both spouses . 81.7
: Self and '.r:other‘ ‘ c- 1.6 '
N v v )
Self and friend or relative 1.0 v
. . % N =306
;. . m

.
. . .
.

a2
.
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o C. SIGNIFICANE® OTHERS p ' '

The isolation ®f the nuclear family (husband, wife and dependent childgeaX

and .the burden of responsibility for a developmentylly disabled child can

be lessened if support networks are available. Natoral support networks .

;:iizde grandparents, -8iblings, other relativeés, and friends and neighbots.
ssionals Augment these natural networks.

-

1. Domkstic Support

Regular help with activities that stigulate develépment ismost likelygto
be provided by other members of the nuclear family (Tablg’V-G).” In a jog}ty

of the fagilies.siblings or husbands are repdrted as helping regularly. -
Grandparents are available on a regular basis in about/one-quarter of the -
families. Friends and professionals are least often available, but even 80

_they help about one family in ‘six on a regular basis. ) -t

' For .those families where one or more grandparents are still living, the
grandparente appear to accept the child's disability. and agree with the way
parents are ,handling the situation (Table V-H). Grandparents put their
feelings into practice through enjoyment of photographs, remembering '
children's birthdays and offering child care when appropriate (Table V-I).
b ” :
RParents are much more likely

. fot help wigg their children's social needs -
(Table V-J, items 1-5) than b/their routine physical ,care oz household
maintenance (items 6 and 7]. Approximately two-thirdsAf the families

receive help at ‘home with fgomfotting the child, building character, social

"~ visits and discipline. Tgngible help with play, instruction, care of body
pnd'housekeeping duties occur less frequently. Help with.housekeeping‘dutie%,
the one area whicK does rfot necessarily imvolve tontact with the child is .
the area where help at hdne is least utilized. ..

» . ~
Agé of Child. The youngef the child the more likely help was to be received
from significant others ghd the more likely it was to be utilized for a
variety of needs yithiz the home. An exception occurred with help from
siblings which was mope likely to occur for children of primary or secondary NS
school-age. - Since both older gnd younger siblings are able to provide help, :
it §s most likely that- they are present at home and able to do so for children '
in these intermediate age groups. Younger siblings of preschoolers would
be too young to provide much help and older siblings of those in the - 3
transitional age group would be likely to have already left home. f‘

e of ‘Disability was not associated with help received from natural support, .
groups. Professionals, however, were more likely to provide regular help
outside the school environment for children with severe and profound retarda-

, tion and cerebral palsy (for about one-quarter of the children compared to
. t one-tenth for the others). The findings suggest that this type-of oL
S:::eggionll help is associated with physical disabilities. Grandparents, ’ .
on the other hand, were more likely to deny the.child's disab{lity-and to
offer support to parents of children with mild retardation. Parents of . \
children wieh cerebral palsy were most likely to get help at home with a
variety ofleeedl; while parents pgighe mildly retarded were least likely.
- '?", ‘a . . N .
]
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& ' P& Income. sbands fron high- incoué fanilies were more 1ikely to spend

> © . extra time with the childrem on a rdgular baggs.’' Grandparenti and other L
relatives were mote likely to spend extra time with. children on a regular -
basis in low iptome ﬁmilies. The ambunt of family income did mo affect
. whether or not regular belp was received from siblings, friends ak
oo - fessionals. Grandparents offered pore. emotional support in high
| ' families. They were more likely to approve parents '4aandling of th
to acéepf: the children's disabilities, to oppose rgsidential placement, to
have *as much contact as if the, children were normal, to enjoy, having" photo- i
graphs, to remenber the. children's birthdays, and to offer for the children
for short pariods. On the other hand, it wvas ip the lowews families
that-grandparents were more likely to be: reported as .watrtin&childrem
to live with-them 1if something happened l:osthe parent;s
N . - -, .
-« “ ’ . 2. Confidants and Consubtants . ,

- .

Signiffcam; otl’krs were u.s‘tlized as sources, of emotional support, .a8 confidants ,
(see Table V~K)* asd as sources of infomation, as consultants (see Table V-L).
- ]
As m! ht begpected memhers of primary groups are fréquently confided in when
ithere are yOrries aZbqut the developmentally disabled child (husbands 88. 8%, *
and friends and relatives 41.9%, being confided fh often). What is perhaps . :
- more Interestin.g is that-social service professionals also seeg to be operating .
in this capacity traditional.‘[y associsted with members of the primary, gréup
of extended family (48.5% often cordfide in social sérvice professionals).
Conversely respondents are least likely to confide 'in a rabbi, minister or
b g’riest or_to keep their wotries to themselves. s Ve
© e q, ‘
When advice is sought, as might be expected healtb ser\fice and educational
@  ° professionals are those most likely to be talked to as "expert' sources.
of informatiom (4/5 would talk te their child's doctor, or, teacher or
pyincipal). Again what, is perhaps ‘more interesting is that' parents are
) next most likgly to talk to other family members or friends,-choosing these -
-~ ** primary group members as consultants ahead of organizatioms specifically
concerned witp their child's disability or othet’ profesgionals such as.scal
- workers or psychologists Least likely td be consulted for advice are

J # . librarians or staff members of g State governmental office. Udderutilization
-~ of these information’ sourc,e could, result from either d lack ,of awargness 7. ! k4
b of their expert or availability, o ‘igbm negative evaluations of the |
" © palue to be ga ed from contacting” t s'é sources. - )
1 * ’ . - h . . ., .
. ~’ * - ~ LY . . .
- : : 3. Self-Help Mutual Aid . -
L * . r . . . . : . _ A

o of their friendships network (Table V~M). .Only 3% report most offyall o

T their closest friends also having child'rep. who are developmentally, didab

— > It may bg of concern that twenty-foyr of the parents in our Survey. (8% of

. the total sample) reported not, haviig any close friends. The effécts of a
. developmental disability on-’ families may well be augmented in cases #f i
social isolation. -

Few: &rents bave mgde their child's developmental disability the focal gt

’ . -

I~
RS Parents come toga’:er to fonﬁ»mtuél aid groups perquough naturﬂlly i
N (‘r , . ] -* 4 . . i L X . *
' . o® : - . - s
D T A : -~
o ~/' . ¢ ' N . 6 é . L: .
IR . - ' R “ \" . . ‘ ] .
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&ccurting social networks rather ‘than through the 'difect intervemntion of
professionals (Table V-N). By far the most importagt source of contact -,
.is the child*s school +(82%). The next most impo ant sources are by
regular.contact with friends or relatives or by chance,.as part of the®

- routines of daily living (451 and 37%, respectively). A smaller number

make cqntscts Chrough voluntary organizatfions, (262), through professionals
(202) and thréugh religious leaders (6%Z).

of Child is not associated with opportuni ies fbr contacting othet parents
of developmentally disabled children (except for the obvious case ef oppor-

. tunitiés through the child's sc

-

.Iype of Disability. In genetal the more severe the disability, the more
1ikely contact is to be made with other parents through ‘all available

channels. Parents of children with mild retardation are notably lower in
terns of making such contadta; parents of childrem with autism are notably
higher. Parents of children ith more definitive diagnvses (cerebral. palsy,
autism, and épllpsy) are more|Iikely to meet other parents of developmentallys
disabled children through v tary organizations than are parents of

children vith mental retafdation. \ »

v . .

Family Income. In general, the higher the dncome the more likely parents

are to make contact through all available channels.

V4 ’ .\-
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Parents' Comments on Relationships with Family and Friends
. As "a Result of Having a Developmentally Disabléd Child

l ;

rd

- , We have been most fortunate in having.kind-hearted, sympathetic and .
. ;\ undqrstanding friends and relatives. ' They were educated glong with us and
- have o6t been made to-feel ,uneasy or uncomfortable in any situation or sur-
’ rouhdings. We have also received a great deal of encouragement from them. (#091)

0 ' ' Friends ase concermed and sympathét“ic but do not know quite how to re-
- spond to child. Some even a,g;de embarrassed abqut asking about the child.
Family has been, a‘'great -help all seem genuinely to love and care about-
this child. (#$18) . : ’ -
-

47

N . ,

' -

4

Very few friends and most of family werd unable to accept my child's P
severe retardation. (#773) - - ' .

[ - ! " (4 - A .
X , )

: Our friends and flamjly have accepted ;our son very well. I think ve -
have all becomé considerate amd thoughtful to any handicapped person. Most )
of us had no contact with handicapped peaple before. We have, also, become .

. . very active in my son's school ®nd our community. Out of this, we have many
new fri®nds with handicapped children. %’T . - ' .

- , . . —

L d .
’

.
. 2 ot

I find most relatives overreact to the disability &nd are.afraid to be
left alone with the child. \Also they either expect too much from them or-
treat them like babies and hard out advice without having any idea of what
living with or raising a disabled child is like. Friends, on the other hand,
respéct the way I treat my’' childsand treat her the same always asking me to
bring her along to play with their child or children elthough children of the
same age 'seldom have the patience to play with her and would rather.be with
their own friemds. (#382) - o .

. -

&
)

Many friendships ‘ceased to exist. Some people were afraid their child- %
ren would "catch.it", too. Some of our "dormal” ch 's friegds couldn't
' . visit at our home because of our-d.d. child. (#258) ¢
H ’ ‘ ) . i . : )
. , The 'attbtude.changes of all those imvolved by knowing a retarded child .
are remarkable. Most people I have met and become gdod friends with and do
not' have retarded children.seem to grow in their awareness of the value of life.
They tend to stop and think of the importance of time and slow down in their -
rat race of living to/ gppreciate what-they have, (#774) . ‘

.. ‘ We are more or less by ourselves. ~We can't)go with him too many places.
Not too many.people are willing or able-to-babysit with him. And we couldn't
. afford it too much anyhow. His brother and s8ister don't wan$ much anything to.
) do with him. They may blbysit with him when it's really necegsary. We don't
' . have tioo many friends-or relatives come to visit us. . ’

y - ' - :
Q. N ¢ . ' >
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Table V-G ) ‘ .
. 1s r;here .another person who regularly ,spends extra -
S time outside school with your child on such activities?
. . (Rank ordered by f£requency help given.)
. . . % Yes .
e ’ i . - R P . .
1. Child's brothers or sisters R Y2 .
2.. Your husband ° “s6.08 .
. ' "3. Child's'grandparent or other relative - 24.0% . 1 -
t - . . .
» .o~ . . ‘ o N, )
4. A friend.or neighbor . . 15.8% e .
¢ . . e =
5. A professional (for example, o
a physical tl_:srapist.a tut\or)\ . \13.91 ¥
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Table Ve . /—~ : .o N , 63. .
Sometimes grandparents give opifiions about how parents are
- raising their children. How .do you think your child's
+ grandparents feel about the developnental digability?
(Question answered only if any of child's grandparents. sr.ill living,
) . rank ordered by agreemeqt. N
, NN ? ’ .
R f"’l ‘ o' . - ) , —
- . Str Ogimh
“ , égree Agre gg T
’ ]i . They think I am handling - - ) \ p ,
¢~ - the situation well. 70.A% 27.9 2.6 M\ N'm 274 .
. - L~ v
: j 2. 1If something happened to .
*4 — us, at least one of them ,
R would want the child to - ’ ’ -
‘ 1ive with them. 43.&2’ T 23.6 -« 32.7 N=272_
F 4 : s ‘\
e = 4 P
‘3. They think my’ehild - 1. ,
. should be in a ) ' . -
- residential school. 1‘5.42 22.1 61.4 N = 262
" 4. 'l'hey do no:.' see anything " " . g
] . wrong with.my child.’, 11.92 24.9 / 63.2- N = 261 °
5. I think that we do not
’ + have as much contact with ’
o thém as we would *f the “ o . .
child were normal. 6.0% 11.2 . 82.7 ‘N = 266
1 2 . v SN .
~ ARt ,
(e Tablev-I - g e
‘ Involvement of Grandparents of Developmentqlly Disabled Child,. o
- (Rank ordered b(typ.e of involvement ) : .
- - . Always - Sometimes "Hardly Evet‘
(S :
1. Enjoyed having and
looking at photographs { !
. of t:he chi1d? 84 .62 13.2 2.2 N® 272
2. Remembered the child's ’ et
birthday? 86.21- .10.4 " 3.3 N = 269
. f R . . k)
3. Offered to care for , . ,
‘ the ‘child 'for short *. o ; ' ¢
. periods when appropriate? 47.6% ©'32.7 . 19.6 N = 275
» § . ”» ; .72 A, . ) P



Table V-J. -
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' Do you get help at home in caring for the needs of your
developmentally disabled child with any of the following?
(Rank ordered by frequency of type of help received.)

i .

<
.
PO

- 5..

) toileting, putting to bed ag migiht), °

cleaning.up after

4

7. Housekeeping duties {for exaw f
dh$, doing child's laundry). , ‘.

3 LY

» %2 Yes
(N = 322)
1? Concern and comfort (for example, help with ¢alming i . .
child when upset or hurt, hugs and kisses child, b ’
giving special’ ateention whed sick. . . 68.62
« . .
[ 4 * -
2. * Building chgracter (for example,i.ceaching manners,
reminding child of how to treat others, expecting child
to eat properly. . o~ 68.6%
M ’
3. Social visits (for example, taking child to ¥
friends or relatives, taking on errands, takinm .
church. ' .“ . . 68.3%
. 4. Discipline (for example, corrécting child for _ )
-misbehaving, getting child to-bed on time, punishing i
. child if necessary). . 66.1%
Play/instruction (for -example, ‘help wieh'.‘teech'itrg' \( ’
child sports and games, schoolwork or €herapy, taking <
on walks)’ . . ) ’ 59.62
. . )
6. Care of body (for example, help with bathing, feeding,
47.2%

7

N

37.02

et [
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Table 7--X .
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b

disabled child, how often

Confldante (sources of emotional support)
When you are worried about _something concer

ﬁ&g your develoﬁmentally

do you confide in each of the following?

otional support) |
X

7. A r#bbi, minister or priest

‘rank ordered by frequency as, source of em

Hardly

i : -
Often Sometimes Ever
.
1. My husband 88.8% "9.8 1.4
A 2. Social Service professionals
{ - (scheol personnel, social . - W
worker, etc.) 48 .57 32.6 18.9
'3. A friend or relative 41.9%2 - 32.1 26.0
4. A.doctor or other medical ’ l
w» professional . 39.0% 34.7 26.3
- g
|, 5. Other parents with develop- . L
mentally disabled children 19.5% 30.3 50.2 .
6. Ro one; I keep it to myself 7.5% 12.2 80.3
>
45,77 12.0 83.3

R=276
N=307
N=308
N=308

K=297.
N=295 -

N=300

Table 7-1L {

Ed

L]

Consultants (sources of information).
Parents often react differently to advice depending upon who gives 1it.
Ifrhu bad a serious decision to make. about your developmentally dis-
"abled child, would you talk to any of the following?

(rank ordered by

o

freqhency as source of information)
3 N
e Would Depends - Would not
.1. Child's doctor 81.87  12.0 6.1  N=308
2. Child's téacher or principal 79.3% 12.9 7,8 N=309
3. Other family members or friends 767.7% 15.7 16.6 . N=300 -
4. An organization specﬁ‘..ically con-
cerned with your child’s dis- -
ability ’ ) -63.\87.' . - 25.2 11.0 .  'N=309
5. ‘Other professional’ (such as a v .
. social worker or psychologist) .47 271 13.5°  Ne303
6. Other parents yith developmentally . ‘
disabled children . 40.47 33.7 «25.9 =297 . 'S
7. 4 priesgt:muﬂipggr; or rabbi ~  24.5% '26.2 51.4 Ne298
8. Someone in a State goverﬁmen}:al ‘
office - 14.8% 26.6 58.6° N=297
- s,
N 8.5 86.4

N=294

‘9, A librarian N
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Table V-M . . - i
j . ink of your- closeat friends.
Do they have/children:who are developmenfally disabled?
— 7
_~ All do 1.02
- . . ), .
Most do \ 7
«/ ° Half do ‘ 5.0
) Most do not 30.5 -” ¢
None do 61.7
N = 298
' . R b —_—
(Number not having any closé (friends= 24)

i,
Table V-N

Have you met other parents of developmenta
s + 1in any of the following ways

t

y disabled children

T -
.
. ‘

[ Through child's school, including parent grOup
| meetings.

-
/ ' Through friends or relatives.

/ . By cham::e:(for example, while shapping, finding a
| parent 's -name inia newspaper, At work).

Through volu:&tary organizations agkfor example,
Easter Seals, NARC). .

N

fl'hroug'h,a profesgional (for example, social worker,
nurse, doctor) / .

Through a’prieet ni.nister, ra i. .-
/

2 Yes

(N = 329)

82.1% «
b4. 7%

37.1%
Y

'26.8%

19.5%,
6.4%

»
Table V-0 [//
- 7 - (S
» , Would you like to know mre people whose children are
- ‘develo mentally disabled? ¢
Vi . - .
. —&)— 7 " . :
. Yes - .8 59.8%
N ' 18.2
- It doesn't matter to me 22.4°
- ) \ N = 303
- 75 4
L3 I gv . ’
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A. RECOGNITION BY FAMILY

.
A
E

Most parents are unprepared for, the bktmf a child with a developmental
disability (Tahle VI-A). Approximately two-thirds have no prior £ iarity
with developmental disabilities. Althougb one~-third had known others-with
disabilities, only one-fifth knew about community resources- and only one-
twelfth had been involved in tHe field of developmental disabilities. There
is some evidemce of a trend towards an increase in gemeral public awareness;
562 of parentdtof preschog]brs had no prior familiarity with developmental
disabilities compared to 72% of parents of 18 to 21 year olds.

The stage at which a developueutal disability is recongized can be quite
variable (Table VI-B). 1In'70% of the cases recognition of the disability «
occurred before.the children's second birthdays. For the remaining 302 '
recognition was more likely to occur in the preschool years but for some

did not occur until at least junior high school. Evidence towards an
increased jpblic avareness is supported by the finding that the younger

the child, the more likely parents recognized the disability before the
children’s second birthdays. As would be expected, the more severe the
disability, the earlier it was recognized. For over one-half of the children
with mild mental retardation or epilepsy their disabilitieg were not
recognized until after theif second birthdays. s

Recognition of a disability is not a simple ‘process. For ouf>sample it

was about equally. likely that the disability would be reocgnized by the M

family as it' would be recognized by a professiongl (Table VI-C). That

is, it 'is equally likely that parents find themselves in the positiom of
convincing professionals as it is that professiomals are in the position

of informing parents. Whether the developmental disability is recqgnized by
family members or professionals is not associated with_ the child's age,

type of disability, or family income. It does seem t& be the case that PUbliC ,

auarenaas has increased and not just professionals awvareness.
Developnental disabilities are recognized by parents through a number of -
symptoms (Table VI-D).. Recognition of the disability occurred most frequently
due to delays in language development(52% of the cases) and poor motor

control (431) . - i >

Age of Child .was not systematically assqpiated with qhg_sympsom by which
parents recognized the disability.

Type of Disability. Parents of children with moderate or severe and pro-
found ‘retardation were most likely to recognize immediately at birth that
their children had developnental disabilities (29% and 24%, respectively).
Parents of children with cerebral palsy or epilepsy were more likely to
récognize the disabilities by .the presence of physical s&mptoms after -

- birth. Parents of cerebral palsied children recognized the disability

by their children's poor motor control (85%) and their worrisome general
physical condition (44%). Children with epilepsy were usually recognized

by. the presence of seizures (85%). Imappropriate social responses were

the most frequent precipitating indicators of disability for children

with cerebral palsy (44%), autism (40%) and severe and profound retardatign
(38%). .As would be expected parents of children with mild mental retardation

LAY

o
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5

wvere most likely never to have suspected anything but ;ére informed by
others that things "were not quite right" (46%).

Family Income vas not syszsnatically associated with the symptoms by which-
parents tecognized the disability. The only exception was that the higher .
the families' income the less likely parents were to have never suspected

their children's disabilities. This may be explained by the fact that

higher incomes are usually associated with more years of education, and more

highly educated persons might be more likely to be senmsitive to developmqntal
milestones and delays. ' -

ety




Table VI-A .

Before you knew that your child was developmentally disabled:

N

with disabilities?

Were you unfamiliar with both the re

Did you know others who had children with such disabilities? *

Did you know about community resources available for children

Were you imwolved in the field of developméntal disabilities
through volunteer work, college courses, or smploymept?

X Yes
(N = 328)
32.32

20.4%

7.92

digsabilities and the possibilities

; ﬁevelopmental-—
coping with them?

62.82

. Table VI-B
. . . . . ' ‘
The gtage at which papents first notice that their child
has a ptroblem variés greatly from family to family.
At which of the following stages of development did you
“first realize that your child had a disability?
During pregnancy or at birth \25.21 :
4 Duripng the first two years. < 45,1 .
N During the third or fourth year 13.2 ;
- At %kindergarten age - 9.5 A
\’ [ 4
. First gtade to sixth grade . 6.1 ) .
Seventh grade and upwards 0.6 '
Ty ”
» \ .
Y \\ ~
i 'S a
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. " Table VI<C :
5 .
‘ Who first recognized the developmental disability?.
P
R A doctor “(for example, obstetrician, pediatrician, family . .
. practitioner) ] i 4212w |
1 and/or my hugband “ ©40.5
"A teacher or school psychologist . ’ 11.5 .
' . ¢ . . . S
A friend or relative ' ' . ' \ ' . 3.7
. ‘e i PR @ ‘-
A public health nurse,.social worker, or outreach worker * 2.2
. N = 321
3 5 - . N ' .
Table VI-D ' .
“ * °
~ * B - - «
How did you retognize the developmental disability?, . \
(Rank ordered by visibility of delay.) e
"A . . - . z Yes .
(N =319 |-
-y ¢ I - . N
~{ 1. Failure of language to develop normally. i *52._52
2. Poor motor control (for e:';ample,A t'he’ child did not move .
ar*and/or legs properly; did not crawl "at the right time";
" did not seem to focus his/her eyes on anything). 43.1%
7 ) L
L . 3. I never suspected anything but somebody else kep% pointing .
' out things that "welfe not quite right." , . 30.32 .
4. Inappropriate social responses (for example, she/he did not
* seem to recognize me or my husband*d not begin to smile o
0 vhen I thought-she/he should).’ . 27.92
5. Worrisome genmerpl physical condition (for example, buck:fng
problem; she/he did not seem to be gaining weight properly; :
seemed to get sick too often; unusual sleeping .pattern). * 24,8%
6. Recognized immediately at birth Eon appearance. s ¥ . 20.92
. b1 & . * y *
L 7. Seizures (convulsions, spells or fits). 18.82 ¢
" 8. Inappropriate or inconsistent display of emotions (for
example, sel'f-destructive, activity, unconnected angry .
outbursts; lack of warmth and loving behavior) -3 16.62 .
- . : .
.
Q ) .. ' ¢
ERIC - - . . 80




B.. INITIAL MEDICAL CONTACT

The initial medical or professional contact that parents of developmentally_ég
diaable&'children make is the first step in the service cycle that will -
continue throughout the child's lifetime. If the diagnosis is relatively
straightforward, its implications adequately explained and appropriate
referrals made, then needed services will be obtained more quickly and in

a supportive manner for the child's development. On the other hand, if
professionals are ambivalent about making a diignosis, explain,its impli- -
cations in a neq;:ive fashion, and make indppropriate referrals, then there
will be a delay obtaining services with correspondiﬁg lost opportunities
for fostering development.

e

1. Initiating Contact

L

When mothers first realized that their children had a developmental disability
they were more likely to talk about it to a doctor than to any other family
member, friend, or professional (Table VI-E¥. A majority talked about the
disability with physiciens (87%), husbands (80%) and friends or relatives
(55%). .A much gmaller mumber talked to schcol personnel or other professionals
(24%2) or to ref§§:ous leaders (10%). Almost one-half immediately acted upon
their suspicions to have a doctor examine their children (Table VI-F).

For approximately another one—quarter of the respondents it ‘was not necessary
to initiate contSct because the disability was diagnosed at birth. Finally,
nearly one-quarter delayed having a medical consultation, 15% initiated it
themselves and for 117 professionals arranged the medical consultatiom. .

Age of Child. The younger the children the inore iikely parents were to have -
talked about the disability right at the start to doctors and friends or
relatives. The older the children the more likely parents were to have

talked to teachers or .school psychologists when they first realized their
children had a disability. It seems that parents of younger children are

more likely to think of the medical and social ramifications of the disabijity
vhereas parents of older children placed more emphasis on educational
implications. The yqunger the children the more likely parents were to have
immediately sought medical consultation when they suspected a developmental
disability. ~

[}
/

Type of Disability. Visibility of the disability seems to make it more
likely that parents will .consult physiclans or friends and relatives when
they first realize their children have a disability. It was-least likely
that parents of mildly retarded children would have done so. On the other
hand teachers or school psychologists were most likely to have been contacted
by pdrents of mildly ¥etarded children.. Parents of children with autism .
or severe and profound retardation were most likely to have contacted
religious leaders. Type of disability was not related to the frequency
with which mothers would talk to their husbands or other professionals.
The @pre severe the getardation the more likely parents were to obtain a’
medical examination immediately. Parents of children with cerebral palsy,
autism, or epilepsy were even more likely to arrange for an immediate
medical examination than were parents of severely and profoundly retarded
child;en.

LY




+Family Income. The higher the family inco-e the more likely mﬁthers were
to‘talk to dogtors, husbands and friends and relatives. Converaely, the

" lower the’ y income the more likely mothers were to talk to teacherg, ,
s * dchool psychologists, or othet professionals. Consistent with the tendency -
¢ for higher income fanﬂies[:'os talk about their children's disabilities -.,uy 4
these higher incomd families were more like’l,y to argange im%diately for .-
a nedicsl exan:lnat?x o . ) _

. \ e 7 o ' ' oS ' . ¢ T -

-

SR - / 2. Pizst Medical Visit -

.l

TA nsjority of’ mothers were alone when - they first talked Wdth their doctors
about their children’s dissbilities (Table ¥I-G). A substantial minority
(382). vere acconpanied by- their husbands. Mdst of theit doctors provided '
"+ clear explanations om the‘initial visit (Table VI-H) with or without 3
parents needing to .ask further questions (46% ahd; 37% respectively). -
Where medical terminology*was not explained on’ the first visit ghis was Lot
dore ofteh due o éhe parents reactions (IZZ‘) than because the doctof . 6 ..

© * ‘seeped too busy (6%). < i SN - o

. Approximately two—thirds of. the parents reported that their doctor's manner .

-~ -~ Was &upporsive whe Eeir c‘hildren s diagnoses were first explained (Table VI-I).

‘ One-~-t less '0¥*the parents ceiveﬁ the doctors' manners.to be:

pedtint! t, unsuce, ‘evadgive or harsh. ,Few differences were reported by : :
..age of or type of disability e parents of ‘glder children’ reportgd
doctor's nannex ‘as syinpa etic} mor ents Of yo ﬁhildren reported ' .

. doctor's- manner ‘as matter-of-fact and harsh; ewore 3 ts.of autistic - e

children reported/ dogctor 's manger ‘ag-unsure. After t .first medical visit * .. ¢
q ed “most-“parents felt tﬁe doctor, prov;ided enough‘ time te 3 in

omen al disability,sdequetély (Table VI-J). Still plig
over” one-qunrter felt not enbugh time. had béen tak‘ e v
R & 'w‘-":.'-"-.".“x
L. ‘ ": [ ¥ 3, keferra'lsﬁdf'l&ecbmel!;tﬁion’ o o b
W oV ‘ RN ' - .
=~ Leqs than one-halg of the st dottors prqvided information concerning
referrals or “family suppor®’ (Table VI-K). Doctors are most likely to- o
ige'disgnoser and “médlke ‘reférrals to other medical specialists--45% to -

. Thg are next most likely to suggest a p osis: (38%). JF support . o

\/ m: are initintq.by the doctor, it is most'likely°to t&ke the form

P . .of t g &0, both jparents together, (322). Referrals, m 25% or less o
of thé time, are most likely to be through more formal c els, that‘ri‘s,

, to community sgrvic‘!s, organiedgions, or institutions. Referrals and - - b -
reco-endations are onl infrequently made 40 d!&ability self-help groups,
:.'o ticular programs fOr the disabled, or gor up].aining the disabiltty '
to others. , /. R

. .
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Mi‘Lster,‘priest, or rabbi?. “ .o

£

L4

: ' . ' ‘. -~ >
- - ’ [ ) .
.. . . . <,
‘, ‘A . ' . . /4 \
Table VI-E o \ e , - :
) SR
- When you fiTst realized that your child had disahility "
X did you talk about it to: ' p
(Rank ordered by frequen;:y of °°“ta¢}ﬁ_"} , i ' <
s L .. $ M i
3 _a . . {.- . ’ z Yé§ L. ¥
, : ‘ . -: N -. 322) N
1. A doctor ‘(for example, obstetrician, pediatrician, fdmily . .
practitioner)? . 87.02 . | '
2. Your husband (the ohild's father)? " . . _éQ.IZ ‘
3.. A friendgr relative? * 5. o $5:3% . .
4, A teacher or school psychoLogist’ . 24,57
5. _Other profeSSional (for example, public health nursg, L e - &
soe;ial worker, outreadt worker)" ' f 24.5%,
¢ >
6. ' - 9.6 | .. .

- .)_'prlew-lv . o

When did you first ask a doctor to examine your child

L to find out whether there was a developmental disabi]lity"

. Sohewhat later' to give myself time to think about Mt and

.,

Impediately men I began to suspecg. . , :

be sure. ) B . K

-»

'—.11.5*/“ o T

L ‘_-'_.'-'__-—.'
48.12 -}

e

(0‘

something would have to ﬁ'don'e'\

. Before, she/he started school, since I figured at that point’

er did;.a professional (teacher, coudhe],or, psychologist) 1 BN

3.2

3 4 I ol Pl ‘;\:-\‘
. ' geé itc. . . *{ . 19.6 “{ \
) It bf.s not necessary, the disability w‘as ¢iagnose,d at birth. 26.6 S 7‘
[N | k \ . . N ‘ 312 . . .
. ! * v ‘/“\' J' ‘ ‘ " . ~
n’ L4 - ¥ - J s i ! > lA—,‘ z P T
- N 7/ \ - - /‘: . .. 'S ..‘
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. *  Table VI-G e ' ‘ . -
v : v Lot .. ) s
« ' ) - .
. . . When you first talked with a doctor about
. . your chilfl's disability, were you: * Cl
[ L. S R ) .
iy . -« 7 \. A\l (‘ ‘ * k -
g @lone? T T 53.52 .
I ' . ‘ ., !
. ¢ . s With your husband (the child's father)? 38. \/ :
’ . oy ’ 5
- . - With a friem or, relat:ive? “%.4 C
’ - * .
. , With a profzssional (for example, social .
. . i ’ worker, patient advocate)" . 1.9 -
. i, - * . . ’ ‘
1 & ;- ’ ' - N =312" S
. T T ’ ‘ -‘—" _—.—-: T - T [} o e oo - - = — - T
. - o , .
( - :, : * X . - ~ ’ 1 kS .
) . . - * ‘
i / . b - s
\. *l w . ’ . i .
) . - [ P
. Table -- VI-H ! ~~ . ‘
‘. " When the doc:or towlou what she/he thought- the develop- . :
i J |’ -mental disability and uséd medical words tl-\ you did e
- . 411;& understand, what.did you do? ° R
r , I askad questions and got: them better explained.. 45.92 .
. R ’ . I let it pa‘&s, since the dogé@r seemed too busy -7
N : to take time to explain them. . 5.6 s .
®a v ) ) v ,A‘
. .- . I vas reluctant or too thocked to g,sk furr.her ‘ N A
1 quutions at the time. - I V8 2 B T
. ) 1. .. e A It .d4d not .bappan: .thg explmti:o;z vas clear to a
[ . .- ' ne, o ‘ N 36.6 ' V
- . “. : ;e . * s . :.,. oc‘? . Al ‘L‘ ‘, Ji n‘z‘é ’ , ’
: . v M LCENr - .
. -' @ - . s . - - . o. . H ."-4 » .’i
‘- .. 4 v b ;:;3 .
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R S B X © ‘ - >
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. | ‘ S . -‘84:‘ * \
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Table 7I-IL o
Doctor's unner vhen ch:l.ld's dignosis' first explained
tO p‘rm=o [
\ ¥ %Z agree
Suppo:t‘iv‘e nmanner «' )
Patient 77 .42
.« Mattet-of-fact , v 72.2%
Sympathetic , L 64.9%
, Bee}.e the nevs gently 60.9%
’ . Negative manner . . 4 o
Pessimistic “ 33.5%
. Unsure , ' 30.2%
Evasive; nervous ° 20 6%
Harsh P » ; °11. 72
= P T
L) . \
Table 7I-J N\ A
‘ About how long would you say this first doctor sp at with 3

you, after telldng you about the developmental

disa

ility’

.Not enough'time to ansb)r all my questions.

. Eriough time ‘d&o expl;in it adequagely.

. ’ i
Fo time at all. ‘ | i

T

Not enou
but made another appointment.

‘time then to answer all my questions

12.9%
15.9

1 J .
. ’ ' ‘ L Nl
- hd —
~ ,
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g - , /
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L[] - “ * .
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"Did the first doctor you ‘talked to ab;mt the developmental

disability do any of the fol ? (rank ordered by fre—~+

quency with which help provid ’ s

' - Z yes
1. ve a specific label for your ‘child's devel- .
ental disability. = ' " 46.82

«>
. \ -

2. " Refer you to P specialist. WY . 45.5%

‘3. Suggest what the future would look like for . .
© - 37.9% ¢

your child.
-0 '
4. Ask to talk with you and your husband (the .
_child's father) together. - *'31.82
5. Tell you about services available in the ’
community. -

‘6., Refer you to qrganizations concerned w
child's disability. '

7. ‘Suggest institutionalizing your c'hild eieher k
:lmediately or in the futuye{ ~~

8. Suggest you meet other parents of children
© - with developmental disabiligj.es.
Sugdest a pgrtifular program for your child
example, early intervention, Montessori, Do
DelaCato, orthogen{c)

Tell you Jow to explain ‘the disability to familﬁ,
friends, and o.thers

/
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- - C. SuUB CONTACTS . . '\ L
. ' ] U . ( N .. . ,
Suboequent -edical or - prbfessipnal consult‘ tions are frequently nepeseary . .- .
to confirm the diagnoses of a developmentald disabilit;y. » jlagnoges an2 ' ¥
assessments of children suspected of having developmenta‘}.ﬁisabilities often S
require the cooperation of profdssionala from dffierent. disciplings. '

Uncertainty about the first diagposis may be explained by either:the = - R .
Bedical professionals or'parent Professionals are reluctant' to label '

a delay as a disability wntil the child'is qld- enbggh “for it to.be obvipus

that the delay seems permanent. The rates of physital, cognitive‘ social, . i -

emotional and language development can be quite unéven for normal chtidten. e
Rarents may become aware of and conceped about delaya which are stil )

, within the normal developmental range. .Parents may beccme fmsttated’ when .
professionals are ambivalent “about coq,firmingzor den :Lng ehegigniﬁicance -

of the delays. . On thé other hand, parepts',love for an ind idual child
may blind them to disabilities which are obvioua to 31:ofessi 1s. In

either case where there is a lack of consensus, petween profes onal¥ and
parents, other,opinions will be recomended or’ sought.’ Insthe sqmple, .

352 of the parents had changed their children 8 doctors berause of dis~ ) O
satisfaction with the.care provided. Parents were more {%kely to change Lo
doctors if the’ childrem's disabilities were severe or thelr family incomes A v ]
wverehigher: ﬂ:A - ; T *

N S ) .. | ' . . .

* J.I.’.‘ \Tl"pes of Med{cal Professionals Contacted , Y

~

The first ned'ical yrofessiona'l ‘to examizf! a'child for a developmental disability, .

‘is likely tq be- the régular physician for children in that age range (Table . N
vi-L).. Pour-fifths of .the, thildren in our sample were first examined by- -

a pediatrician or.a fnﬂ‘y practitioner’. In contrast, parents tend to

hdve eubsequenz medical eminatiuns ‘performéd mich more frequently by ‘ ,
specialists (Table VI-M). Most frequeht additional contacts are with

spetial cl:l.nics, diagnostic ot getletic cegnters. (5929 and with neurologlsts

(422).. Pediatriciags, however, are a as highly utilized for second -

or additional opinioffs (412Z) as ‘for the Wirst examination, whereas general © e
ractitio;xers are not. \° Y IR *

»o

¥ \‘) A
e of Child is not systel:&cally aisoéiated With type of medicak p;roiessionals 7
contacted for subsequeh exaninations ‘ . , l
! Py .
of ‘Di¥ability.. Therd was no.asscciation becween the type of disability
* and whether additional tions were conducted -at .a special clinic or .
by a pediatricisn, aydiolo Lgt, 1y practitioner or obstetrician. The - .
opinion of a peurolagisl .was more 1ikely to be sought for children with
cerebral palsy,-sut ~ épilepsy (by approximately 0% of pargnts) than )
if the children were seﬂ;&l profoendly retarded (50%)-or if the e .
ldren were. -ﬁdl 0T E& retarded (approximately 307%). The opinion .
of a psychiatriat wa) most fre tly sought in cases of _ambigulty: for '
childrea where di sis is controversm (by 641, for children with autism),
children whem ) &stlttm of imun is nnpredictab e (by 332 for children

*with epilepsy); m “for children whe furictional skills a likely - N
m:eﬁm@:y; ) nucny%Qﬁrwuauwnhumre:mumL , Ce
¢ :

SRS S "'. v




. ; . Approximately one-half of parents of preschool and primary age children,*
L J
o ’ children with autism were the most likely to report doctors' 'expressing , .

. . 80.
- (’./v/ l' *
< Subsequent contacts with psychiatrists occurred for only about one-eighth
of children with moderate, severe or profound retdrdation and cerebral palsy.
R . . - ‘L « £
) 2. ‘Source and Outcome of Referrals . -

©

P .
: The most common source of referral zo another doctor or ¢linic (Table VI-N)
. was the doctor initially seen (47%) with self-referral closely following
(362). The reliability of the initial medical diagnoses was established ‘
with subsequent contacts with one or more additional dottors for 752 of
parents making subseqfent contacts (Table VI-0).
Age of Child was not associated with theyreliability of the initial diagnosis’ .
as established by subsequent comtacts. L

- . ' Type of Disability. The reliab *i:!.ty of the ,initial diagnosis was higl;est
for c?ren with epilepsy (96%) .lowest for children with autism (20%).
- The dfagnoses were reliable for 75% of the remaining disability categories.

"Family Income was not asgociated with, the reliability of the initia% diagnosis
. as establi.ghed by subsequent contacts. ] ‘

. - - — -

»” 7 .

— - -

3. Scope of Prognosis

More than two-thirds of .the parents found at least onme doctor gave th
a notion ‘of what their children's futures helX (Table VI-P). Greater [than’ -
one-third of the doctors expressed uncertain{y or.ignorance concernin
children's disabilities and their effects (39%), offered copies of -1
reports or other medical findings (35Z), and suggested that parents
should institutionalize their children (342). : ’

. ' Age of Child. Only one of the fo!x'r: aspects of prognosis was asgociated with . ‘ . "
,age of child. The younger the child the more likely d6ctors wére to have
expressed uncertainty or ignorance concerning the disability and its effects. »

.0 to 12 years, reported doctors" expressing uncertainty or ignorance compared
‘to approximately one-quarter of.parents of older children. This differeace 4
seems likely due tothe increagsed use of medical specialists in the diagnosis
and treatment of developmentally disabled children., As doctors are more

~ likely to make referrals, they can be more honest about their own limitations.

- Type of Disability. Although not statistically significant, parents of

. uncertainty or ignorance (64%) and offe‘ring copies of reports or findipngs \

Y .. (54%). There was an associatiorr between type of t:bility and dectors' - -

» , willingness to provide or project a plausible futuke. Prrectiohs vere )
* _ more likely to be for disabilities where the future s more certain; modegaté . I
.mental retardation (70%); severe and profound retardation (83%); derébral
palsy- (74%); and epilepsy (63%). Where the future is less certain doctors
werd less liiely to make projections: autism (P4Z) and mild mental retardation . l
*(51%). Doctors’ rgctndations to institutiorplize were also related to ,
. type of disability. the extremes, only 1 tf parents with mildly -~ - . -
W7~ . - retarded children r"cpoitod institutionalization evér having bpgq\recommded’_ L l
- N ’ “

Ik

Q ", _ . — ‘ 88 ’ . . ' -'/:
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5
by a doctor, compared to 692 of parents of severely and profomdly retali
cl}il.dren. .
Pa-i]:y Income.' ’ Doctors were most likely to express uncertainty.or ignorance
congerning disabilitig(s or offer lab reports or other findings to high
incowe families. . e

N
4. Reference Materials A : _j .

c ?

Nearly three-quarters of parents (Table V1-Q) read about thei dren's
disabilities in newspaper or magazine articles. About ‘two-fif ocated

organizations, or through estions from medical or edqcational P

reading materials" ‘through ‘friends and relatives, through librari ¥ .
sgionals.

Age of Child. Parents of preschool children were less likely to have seen
articles in newspapers or magazines'but ‘friends and Felatives were more N
likely to provide rea;!ing gsterials to parents. of young children s .

o

Type of Disabili_z . Parents of mildly retarded children were much less ) .

likely to obtain readoing ‘materials by chance, through friends and relatives )

or through libraries and_.organizations . © e
o= e, + m———

Faaily Inccne Bigh income /i’amilied were more likely “to obtain reading

éterials from all sources.

e

.
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Table VI-L
{

Th} fi'!st doctor who ned your chill for a
;" developmental ability was:
'(Ordered by frequency of a.sseasment)

+ : : 7 .
1., Pedﬁat.rician bt
. 2. Fanily practitioner (G P. 9
‘. ' Nkurologist '
4.’ '_,%s.tetjticianv
/“Peychiatrist
6. : Audipé.o gist

K
:
K

3

,
_ :q-% e ©
rgble VI-M

) Many people want the opinion of another doctor.

. Have you taken your child to an‘of the following-
_for a second or additional examination?
(Rank ordered by frequency of contact)

— . 3

- 2 Yes

u—\_ﬁ‘g = 323)
A special clinic diagnostic or genetic .o
center ) 58.8%
Reurologist 42.6%
Pediatrician : T 40.6%
.Audiologist .. o 26.3%

- Psychiatrist. T . ;9.12
Fanily practitioner (G.P. )y 18.3%
Obstetrician 4.0%




: ' . P S ~ 83,

s ~ - N
- . "+ wWhose idea was it.to take your child
i . to another doctor or clinic?
) o - . . (Ordered by frequency, of referral)
r Lo g . L . . . . .
. 1. My ftrst doctor 47.4%
-~ & 2. I and/or my husband 36.2
. y ] .
. N 3. Another professional (for example, social worker,
7 . teacher, public shealth nurse). 13.4
4." Aglkiend or relative . 3.0
. : N = 268
Table VI-O )

[

Did ‘the docgor(s) you saw later agree with the first doctor?
(Ordered by frequency of agreement)

‘

| 1. saw more than one and all agreed. 48%0%
2. Only saw one other who agreed with the f‘fst ."'27.7
3. Saw more than one and some disagreed 20.3 ’
4. Only saw onme other who disagreed with the first. 3.9
) . s © M =256
R ¢ Y ) v N L C -
. L , }:

‘ . Table VI-P i ' - N }

In all your experierces with-doctors concerning yo‘r
. developnentally disabled ¢hild, have any of thege doctors ever:
(Rfinked by‘frequency of behavior)
N ]
' Coe . i % Yes
‘ S, T . . - (N = 321
* 1. Given you an idea of shat they think the future
R holds for your child? ;r 67.62
. 1 2. Expfessed aumcertainty gr ignorance codterning
. : your child's dispbility and its effects? 38.62
- ) 3. Qffered you coples of lab _reports or other T,
) W ; , medical findings? -, . 35.2Z2
4. Suggested that you should inatitutionalize ot
‘ . your child? 34.0%
\ : .
" ‘I 4 %
t A J
¥ .

o
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— i Table VI-Q «
L\ Did you find things to.read about your child's disability
e in agy of the following ways?
- (Rank ordered by frequency of source of information.)
’ v % Yes” ’
. ~ (N = 324)
.. .‘ I wduld sometimes héﬁpen to seé articles in the .
- ‘paper,or in magazines. . 71.3%
~ 2. Friends and relaqives-would sometimes show tie
things to read. e - 41.7%
3 3. 1 went to the library and/or an organization 41.42
’ :4. Professionals (such as doctors or teachers)
. would suggest tirings to read. 39.5%
$
. 4 .
° </ . ’
LN ‘ L °
— e
‘ 4
- »
/ _
- §
\ ' + -~ é
\ . +
t . \ . .
) ) )
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'“‘ On the other hand, parents of “p¥€school children report the most contact 'wi,th

A. HEALTH CARE AND SOCIAL SERVICE DELIVERY

>

. ¥

1. Health Care Delivery . .-

' : o T .

_ Developmentally disabled children have the same health care needs as do all

wchildren. In this respect it perhaps should be of concern that ,10% of the
parents do not anticipate ever having any contacts with eithef_gypédiatrician
or % dentist. Developmentally disabled chi}dren often have-.additiomal health
care needs.” Neurologists, ophthalmologists, audiologists, and" ear, nose and
throat specialists are contacted by approximately 3/5 of the parents; psychi-
atrists, orthopedists by approximately 1/3; obstetricians, orthodontists, oral
surgeons, cardjologists and plastic surgeons by 1/4 or less. (See Table VII-A).

Fre €y of céntact is influenced by demographic_factors.

‘Age of Child k ' ' i .
. ¥ ' B . - .

- Omk woyld expect contact to increase as.children grow older. "This is the case

.for contact with: family doctors, obstetricians, ear, nose and throat special-

ists, opthalmologists, dentists, oral surgeons, neurologists, and psychiatrists.

N\

pediatricians, orthopédists, and ‘audiologists. ~ This may reflect the availabiltity
, of early intefvention programs and resultant increase in parent. awareness. -

Supporting the argument that both .availability apd awareness influence use of T
health care services is the finding that parents of primary and secopdary-age )
children are more likely to coptact orthodontists than are parents of e:l.theébd
preschoolers or 19 to 2l-year-olds., Preschoolers would be less likely <o n
«the service; parents of the oldest ‘group the least likely to have\ been aware of
the gservice and its benefits. - . -

. - ,

Type of Disability = - . | \

In general, the more severe the retardation, the more likely parents were to
have contacted medical professionals. The two exceptions are that parents of
the mildly retarded were more likely to have céontact with family-doctors and
psychiatrists. - - T . :

Parents of children with| autism were most likely to have contact with audiolo-
gists, ear, nose and thrdat specialists, and psychiatris‘i;g. The differehce

_ for the latter was quite pronounced with 902 having contact with. psychiatriste./
“The hext most frequent contact with psychiatrists by type of disability occufred
for parents of mildly retardéd and epilepsy (442 in each case). On the other .
hand, no parent of an autistic child had or expected to have .contact wi}:h a

plastic surgeon. - )

Parents of children with cerebral palsy were the most likely, to“ have contact
with ophthalmologists, orthopedists, and neurologists (87Z, 84% and 94% respec—

),

»

tively). There are no systematic patterns for parents of children with -epilepsy.

. . ]

\

e




'Couversely, lower income fanilies were more litkely fo_contact: family doctors

tional counselors, ng.tritioni.éts, houde or foster parents, and professionalf home~
" makers. (See Tableé VII-B ) I ) "

'Age of Child

‘ors only. , . r ‘ “vy ’ ‘ \ :

. .o 0 , ’ ) ' P ] ’
Family Income -~ . . ) / - . .
Bi{her “income ensgbles familie; to purchase more servicts. On the other hand, ) .

1liding fee scales maké services available to lower families; and risk g
factors associated with’ low-income (such as lover biﬁrt eig , poor nutritjon)
may increase the need for medical se:yices P » )

The higher the income, the more likely families wvere to contact: ped{atriiians,
deptists, neurologists,’ ophthalmlogists, ear, nose and thrsrt specialists, Tos
orthopedists, orthedontists, and plastic surgeons. '

, £ -

(6.P.'s), psychiatrists, and csrdiologists. . - . , RIS
» , . .
Income did not exert a systenati ffect on the frequency with which families

consulted: audiologists, obste 1ans, or oral surgeons.

/

2, Social Seétce Delivery ',. . ) ’ \’:

A developmental disability may create gocial stvice needs for both children and
their families, A majority of families e had contact with spee¢ch therapists,
sacial workers, add physical therapists. Between 1/4 and 1/2 of the families - .
have had contdct with clinical psychologists, public health nurses; occupational
ther‘s‘pists and recyeational therapists. Leas than 1/4 of the families have had

contact with family, group or individual therapists, genetic counselors voca-

‘ - ~ ' "
N N [
,

<

Needs for 'socfal services at this time seem to be much more stable over the life

cycle was the cage for health caré services. Age of child was not rélated
to £ ies' contact with: clinical psychologists, public health nurses, occu-
pati therapists, tecreational therapists, nutritionists, and professionsl

homake‘fs ‘ Stability of contact could be dué to relatively unchanging needs ‘
over the life cycle of a developnentally disabled child, lack .of awareness of

these prof ssionsls may\ptovide sssistsnce and/or lsck of avsilability. »
Planni.pg for vocational and residential options does increase the frequency of '
.contact with some professionals bver the ch,fld 8 life cycle. There are more I
needs and services to be coordinated in adolescence and early adulthood. Par-
ents of older children have had more' contact with: social workers, vocational -
counselors, and house or foster parents., As can be seen from Table VII-B, the in-
creased util}ation of thesge proqusionsls is' projected for vocational counsel~

o

hnve had greater cohtact with speech

Conversely, parents of younger ¢ .
ly, group or individfl.xsl therapists, and &5

therapists, physical theraiiists, I

genetic counselors. These séem to’ reflect areas where ,early interventibn pro-~ N

grams and increued ‘swareness have had an impac‘t. . l
o - - ) Lﬁ
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Type of Disability . T R

e

Severity of mentAl retardation is related to utilization of 'social service pro-

fessionals. ; The more severe the retardation the more likely families are to

-have had contact with: speech therapists, social wvorkers, physical therapists,
.occupatithhal therapists, genetic counsefors, house or foster parents, and pro-

. fessional homemakers. Parent\s of mildly retarded children are more likely to
havé had contact with: clinical psychologists, public health nurses, ‘and family,
group or individual therapists. (This' is consistent.with the finding that, among

health service professionals, parents of the mildly retarded are more likely to
have had contact with psychiatrists.) Parents of the moderately retarded are
the most likely to havé had contact with tecreational ﬁerapists and vocatiqnal
counselors. ! o ‘ o
v ) P ‘ '
Parents of children with autifm are more likely to have had a higher frequency
of contact with social service professionals: than parents of children vith any

other type of disability. The-only exceptions are contacts with public health’

- nurses,s and physical _and occupational therapists. Frequency of contact is espe-

cially higher for: gsocial workers (912), clinical psychologists (82%2), family,
group or individual’ the’rapists (60%), recreational therapists and vocatiomal ..
counselors (56% ), genetic comselors (402), and nutritionists (302).

. \ .

Parents of children with cerebral palsy‘ are the most likely to have had con-

*tact with: speech therapisxs 94%), physical therapists (94%), and ocpupational‘
w therapists (752) . . . .

There are 'no syst#matic patterns for parents,‘of children with epilepsy.
Pamily Income N ; . “; -

‘ { “

-’

As was true for health care services, the #elationships of family income to utils-

izdtion of social services is cogplex. X

v &7

The higher the income,- 151 more likely famtlies weré to have had contact with:

occupational therapists,keation therapists, genetic counselors, and voca-
- v 9 \ s

d .

tional counselors.  °'. - v . ‘ ,

'

Conversely, the, lower R.e ineome, the more likely families were to have had con~

tact with: physical therapists, public health nurses, house or foster parents, .

and profess.ional homemakers.

’ «* . '
Middle income families ($15,000 to’ $25,000 annual family income) were least
1likely to have had contact with: clinical psychologists, family, group or
individual tgerapists,‘and nutritionists.

P4

Inconfe was not associated with likel*ihood gf contact with speech therapists or .

gocial workers. * v .. '
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3.,  Health Care Satisfactions

« Substantial majority (86.52) of parents s‘artisfied with all current medical pro-
fessionals., Similar level of satisfaction regardless of child's age or type
of disability, although families with higher income? tended to be more satis- -
fied. (See-Table VII-C) ' o o

l;. Social Servicé Satisfactions

0f the families who were currently degling with oheror more of the 13 types of

social service professionals listed (N=194), 902 were satisfied. ) ]
Age of Child - vo- .

’ - T ,
The younger the developn%}‘ly disabled child, the more likely parents wyere to
be satisfied with social ice professionals (preschool 100Z, primary 892,
secondary 83%, transitional 822 satisfied). .
» . . .

v

.Type of Disability ’ . . s °

The less severe the mental retardation, the more likely parents.were to be satis-
fied (mild ret#tdation 1002, moderate retardation 912, severe or profound retar-
dation 85% satisfied). Parents of children with other types of disabilitias re-
_por88d: cerebral palsy 95%, epilepsy 782, and autism 71% satisfied. . ‘.

Family Income . v -
-~ ) * ~ Id
- There is no relationship between income and satisfaction with social service
professionals ™ . ' . -
- ' ” 0 2
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sParents' Evaluations of Medical Professionals ‘ o,
- =
3 ' . . . . -
" . G . ’ re '
: . ‘They respect the person and treat him with un&grsr:anding withoﬁt i

. 'putting\him down. . (#288) ° -

.

p a -

My husband and I‘were to.tally satisfied with our pe;:lia’trician and

o thalmlogigt.mgir unders“tanding, exglanations and concern about our
c 's problem were very helpful.  .(£#95) C : o
. » / - - .

. Dissatisfied with cold, impersonal, impatie¢ht, unkind gttﬁ:ude -
disrespect for”feelings or right to-kindness and concern due’ to every-
pegson, handicapped or normal. Told doctors so, firmly and plainly, and
found another., He was equaily qualified and pos}es’sed of the proper

_ rapport. (#356) e 77 -

.y .
4 . .

(Y

I was dissatisfied with the pediatrician as I had to really insist

to get him to test to see if the child had a problem and what the nature

of the problem was. I go believe that in earlier‘stages he (Dr.} felt I '
was being the typical ! ysterical Mother”. When he finally agreed to test,

at about age 4, which/I think might have been 3just to pacify me,/and found

a problem, I feel he could have given tdore specific di{;ctiofx. The testing
took over, a year to complete—their goal being 'causes and type of disability,
but no on-going sérvice as to what to do now that we've ascertaindd there is

“v~( a problem. In the following years, I think he used the informagiop we had

gained to increasé his own knowledge. All is not in vain if he £fr.) can
apply his knowledge to ogher cases. (#91) /
. . . 2

[] < . L4

-

. Had child evaluated.and was told he would never spedk, his IQ was zero
and that institutionalization wgs best. Believe this was an- honest opinioy,
¢ but child now speaks reasonably well, understands virtuglly everything sai
to him, is.almost totally able to care for self and after special schooling
“from age 6 to 12 has an- IQ of 34, or more (have had different’ evaluations).
Pérhaps todgy- this was thirteen years ago-—doctors”are more aware of what can

be done with children with Down's Syndrome.% '(#318) . . . .
. : , - s ¥

. _Most had very little real knowledge of the problem of Autism and those
-‘that did were okviously ‘trading on knowledge that wag at least 20 years old.

: "Had we received more informed medical help earlier we would be farther along
* now in helping our child. We feel we have been subjected to a great deal of

medical quackery and literally wasted thousands of dollars just to get strajght

answers. (f3589 oo L B

-
~a

'It‘ ‘took almost 2 years to proVe”'toA pediatricians‘and family that‘t,‘ ere
- - was something wrong.. J. was always the last percentile.of’ normal develo\kmept.
- (#5) ) . ANE

.
L4
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Parents' Evaluations’ of Social $ervice Professionals ) .
‘ .‘ l. ‘ > L ‘/¢ :/ . . - -‘. n’
OQur child and We have had the services of a speech therapist, ‘so_diél ‘
worker, psychologist, and- group therapy as provided by the program our child .

is in. I myself did not seek.these people out.. They were provided by the
Special Education District and have proved to be extremely helpful. (#540)

N ' . .. J : : -
Have been helpful in.giving materials to read, suggestions for help:[ng
development, tests, evaluatioms, r:ef?:rals. (#607) . e

-

I feel in the ‘s{:rt' time my son.bas been in school I have seen a tme-
mendous improvement in comcentration, speech, behavior. They were able to
give him-the one-to-one atteant¥on.. (#001) ’ -

v ‘ ‘ S LY

They always séem to refer to someome else and the buck continues to

be pgssed. (#134) / N ) ' *

. ¥pst of what f have found out to ﬁelp my daughter was on‘my own ‘'digging
and asking question,{. . There is not enough help given to pgrehts—‘-mostly
parents help each other. (¥771) . “, .

0 - ’ . . t

»

. t ' : b
Most of the spctal service prpfessionals we are associated. with are
from the school that eur child is attending. They ‘are helpful, ,ncouraging
and set goals for us and the child to work together with them and to -
attain phé goals. \#37 T - T .
. . - : 3

¥

Some are fantastic and seem to care.very much. Others only look in
. their books and if child fits in'no category they do nothing for qou. At
one time had 7 social workers trying to find scﬁpo]i child would fit into.- (5'255)
. . ’\ . [}

— -
A

At .the Junior High Level the¥e is not anough Speech therapy, there are,
not enough options. The system seems to serve the very young adequately but
when it gets to the Junior. High .level the options-are either for the very low
functioning child or the very bright L.D. child. The child in the middle is
over-looked. (#541) = | o . , o

. . . ’ -~ f :
R - . . S -
They ate humad -and ‘we ask for, want and need superhuman things when

we have problems. (#397) ‘ ' o e :

) .
1] k - ¢ . -
) ' . .
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. Table TIZ-A S < . -
' n@lth Care .Delivery \y )
Parent's of children with developmental disabilities often need
to see different kinds of doctors. Which have you $one to see
about your developmentally disabled child? .(rank ordered by
frequenéy of contact). . R '
\ . -
. C o o Have ; Expect to Do not expect . .
' Seen - See to see
>~ - . L4
{ 1. Pediatrician ). : 88.0% - 1.0. 10.9 N=293
. . . - -
2. Dentist - 78.57  12.6 8.9 N=293
! . 4
-3. Family doctor (G.P.) - " 65.5% N7 32.8 - N=293
’ A - 4 x ~ . ' Y g
4. Neuvologist . 63.2% 1.8 35.1 N=282
—_— 4 '_ . N " ' . . ' \
5. Ophthalmologist (eye doctor) 61.2% 10.6 28.2 N=273
. ". . , -
6. Audiologist (hearing sppcialist) 59.3% . 4.7 * 36.0 N=275
° ' A 24
7. Ear, nose and throat specfalist 57.8% 6.7 35.6 <~ N=270
- ‘. v
o ; 3
8. Orthopedist 37.2% 4.0 58.7 N=247
[~ he ‘ - B .
9." Psychiatrist . 36.67 1.9 61.1 H=265
: ¢ s o " ‘ N
10. Obstetrician .Y 26.7% 2.8 70.6 N=248
A . /
4
*{11. oOrtpodontist 21.12 11.3 67.6 ' N=256
. . ,
12. Oral Surgeon 17.92 4.5 77.6 N=246
13. Cardiologist (heart specialist) 16.72° 2,0 81.2  Km245
[ - ' 1
. A o . £ B
14. Plastic surgeon 6.2 - 2.1 91.7 N=242
> :



Table 7I1-B

4

-
[}

A

Social Service Delivery
' o 3

’

P

& -
Below

-y

is a list &% other profesdionals that parents sometimes con-"

tact, Which have you seen about your developmentally disabled
+ child? (rank. ordered by fjequency of contact). .
v v ”»~ . .

—
-

¢

1. Speech therapist .

2. Social worker

3. Physical‘therapist

§. Public health: nurse

R \

Clinical psychologist
.

Have Expect to Do not expect

6. Occupational therapiét
.~ * ! / “?

4

Recreational therapist

L

10;' Vocational counselor’

8.. Family, group or individual

therapist

-~ >

é: Genetic counsei%q
. Co.

&

4 ~

11, NugritipniQi ..

12, House parent or foster parent

¢

@

13. Professional homenaker

Seen ° See - to see
< L4 . .&,i,'
78452 5.2 '16.37 * He289
. 56.8%. 4.3 38.8 ~ N=278.
52,07~ 3.6 4.4 Wm275
' ey .
42.7% 6.7 ¢ 50.69 y=267
- " \
' - ”~
37.92 1.5 60.6 N=269
IRt TR 52.5 -7 Nm257
» = -~
27.5% 10.4 - 62.2 N=251
. t
. N
19.5% 6.1 74.4 N=246
+ ‘ ‘
15.4% 5. 78.9/ N=246
13.4% 30.0 i6.5 N=253
v . . ‘. |
10.17 2.8 "87.0 - Ne247
| R
7.2% 2.4 £ 90.4 N=250
¢ L J L
2.87 + 1.6 95.6 ©*  N=248




"Table VII-C

L)

Satisfactions with Professionals Cutreﬁtly'.
Being Seen About Child
i

N

fledical Proféssionals - .

.

Yes

Social Service Professionals*

’ \,)
: \\ Yes 54.9%

R No 6.3 ¢

. Not sgeing any now 38.8 -

N=317

A

r}
e

~ -2

- « *This question appeared beneath the question asking
parents about their contact with 13 types o§ gocial
service professionals (see Table 'VII-B for 1listing).

14

- 1

. r
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B.—SGHOOLS AMD DEVELOPMENTAL PROGRAMS

1. Selection of Schools and-Programg -

School personnel were relied on most heavily by far when parents selected their
children's current school or program, with 62.5% having done so and béing satis-
fied with the recommendation. About 1/3 were satisfied with recommendations
from social service professionals or doctors, having visited other schools or
programs first, and havimg contacted organizations. Next in order of utiliza-
tion for information, about 1/5 of the parents were satisfied with available
literature, recommendations from other .parents of developmentally-disabled chil-
dren, and recommendations from family membérs and friends. Relatively few re-
ceived recommenllations from State officials or rdligious leaders. In general;
parents were overwhelmingly satisfied with whatever source of information they
utilized. (See Table VII-D,.) T \

The way in which parents go about seeking information when selecting a school

" or program is influenced by demographic factors.

P

Age of Child

Parents of younger children, especially preschoolers, are less likely to rely

on the recommendations of school personnel (562 of parents with preschoolers
contrasted to over 707 of parents of older children). Parents of preschoolers
are more likely to spread their search for information over a variety of sources,
with doctors, social service professionals, organizitions, other parents of devel~
opmentally, disabled children, literature, and family members and friends about as
* likely to be contacted as agre school personnel. At the opposite end of the age
range, parents of the oldest transitional (19-21-year-old) children increased
their reliance on organizations, being as likely to contact organizations as
school personnel (over 702 in each case).

Type of Disability

\ . - .
/,*he more severe the mental retardation, the more likely parents were to seek
information from a variety of sources. Parents of children with cerebral palsy
or autism were similar to parents of severely and profoundly retarded children
in seeking information widely,.

- ) . LY .
Family Income . - ‘!

Lower income families were more likely to have obtained information from doc--
tors, social service professignals, religious leaders, and government officials.

- k]
2. Satisf‘ction with Schools- and Prpgrams
TN

t L 4
In general, approximately 907 of the parents were satisfied with thedir children's
current school or program, felt the staff were interested in their childrén as.
individuals_and reported that t;achgrs welcomed them as visitors.®' (See Tabl
VII-E P and G.) . I.

\
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L

- .

Interpersonal communication between home and achool appears to be an are’

where relationghips could be improved. About 1/2 of the parents, (48,5%)

~ reported that they did not really know what questions to asek at the.,;,nitial T
placement interview. Whereas approx ely 3/4 of the teachers offered sug- )
gestions to parents, only 1/2 agked patents for suggestions about how to ’
handle their children. Efforts to both provide parents with more informa-

tion and to elicit more information from them would help involve parents

_more fully as members .of the team.

The only ‘other bdrrier to participation in schgol meetings seems to be one

. ,of logistics, with 40,1X of the parents reporting difficulty in arranging
meetings due to such factors as work schedules, .transportation, and baby-
sitt,ers. This is an area wheré professionals and parenmts could work together
to provide cooperative exchanges to facilitate meeting attendance.

[

Demographic factors -‘id not seem to exert systematic influences on satisfac~-

3 tion., - oo . S - o]
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Parents' Efpeciences in Finding.A Program 98, :
for their Developmentally Disabled Child
- Very difficult in New Jersey. When we moved to Illinois it seemed’
like a dream. (#358) - ’ . .
’ ’ . ' . . [ -
While in Grade school my son was put in regular classes with normal ‘.,

.
>

children. I fought in vain with schools for special classes and was told

it wasn't needed. When’ he entered high school I again contacted a counselor

and explained the situation. 'She had him tested and then and only then was
. » he £inally put'in special classes where he has been extremely happy and has

made slow but STEADY progress for the_ last 8 years. (#710)

(3

. -

It was relatively simple. She was' tested by a psychologist (which :
was suggested by our pediatrician);. and upon her recommenddtion to place
our child in the Special Bducation prqgrah, we did and have been very pleased
with her progress ever since. (#095) Coe . ‘

(

' It took me many months work and much wasted time and money to have my
child placed in an institution.. So much red tape of forms, questions,

waiting, state not having facilities available were involved. Caused much .
mental strain on entiré family and probably hastenel my husband's death. (#257)

7
. J. was enrolled at a specidl education program and after 6 years they
told me they "had no program for J" for September. This was in Algust so
s they did not givé me much time to find a place for J. I did put "heat" on
the school district for no programs diractly for J., so they "threw him out".
We had to settle for a school that we felt did not. meet J's needs and still .
dbesn’t! (#641) ' ' .

+

) I haven't found what I hoped for and don't guess I will. There don't
seem to'be anything for a child like mine. It isn't eved®fair but that is
just the way it is. I don't even want to talk about it. I tried'to find

help, but Haven't got what I want yet. I want therapy and lots of it 4 but?

can't get it. (#650) ' a2 .

> ) : __—

. Started a class (parents own expense) for 3 to 7 year ‘olds. As a
valunteer; “got retarded children’s society to take ovex cost and provide
rooms for this class and increase age to 10 years (parents subsidized $10.00

. per week and provid wn trfnsportation). At 11 started at his present ’
resi?ential/c_lay care priva ' school. School district special education paid

" part (and provided transpor tion. We paid $110 per month. Now under new
bill and fully paid for school far plus 8 weeks at summer school. Son will
be 21.this year and will attend same school on a day basis at parent's ex<
pense./ All tHree bave been very rewarding experiences and have made many
true Friends along the way. (#642) "N o

[}

- ]

Ve were unable to find any program fof our child until he was five
years. We’wisiPhe could have gotten help earlier; he's in an excellent pro-
gram now at the-griade school level, but I'm very concerned about the prograp

in high school. (#002)



Table VII-D )
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Before yot enrolled

current school or program, did you do any of the following?
otdered by frequency of effort to exercise choicé). ’

your developmentally disabled child in his/Rer
(rank

.

1. Reiy-on the recommen-
dation of school per-.
sonnel.

=2, 'Rely on'the retommen-
dation of another pro~
fessional (for example
social worker).

dation of a doctor.

4. Visit at least oné
other school or pro-
gran first.

5. Contact an organiza-
tion specifically con-
cerhed with-your child
disability. =~ .

\
6. Read any materials °
about options which
might be“available.

recommendations from
other pare of de-
velopmehtally disabled
children. ’

8. Ask. for ;r reééi;:' \

any recommendations
| from other family mem~
- bers or friends.

el
R

"working imya@ govern-
ment office. -

10. Ask for or receive any
recommendations from a
rabbi, priest or'minis
ter. )

}
{- 9. Ask for or receiyé any®
- advice from a pérson .

Yes),
glad,

Yes, not

Yo, wish
I had

(4
Not
necessary

helpful

62.57 8.6 }\ 0.3

33.2%

3. Rely on the recommen- )

31.3%
30.5%

*
8

28.87

< 20.87%

7. Ask for or receive any

]

4

18.4%

/

17.6% .

*

5.7%

3.47

-

6.2 -

6.5

7.5

7.1

12.3

5.4

8.4

3.7

2.7

2.4

11.5

12.6

6.1

1.4

3.4

1.7

54.3

70.1

5

N=304

) ’
N=292

N=294

*

N=308
PO

N=295

N=293

N=29%

b
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* Table VIf—F

-|to you on how to handle your child. = 72.3% 5.3 22,3 N300

% ' " ¢ '—\ * -
JF' . . . . . ) U
g_‘ » . /. - ‘100, -
. ‘ AP *
Table TII-E ) e 7 - ) . S
311 in all, how satisfied are you with yblr child's current school
or program? * - ) , L
-, . . . . . “z -
Satisfied ’ . . - 88.0% -
’ ) - " ! - : taR
Mixed feelings : : . 6.3
Dissatisfied , d , 57 j“
- Ne317 o
- - - —
A . ¥ . » . ! .

Feelings about tle interview or staffimg among the parents who went

= for_such a meeting before their children were placed 1d their current

. . school ‘or educational progradf. - -

K . , v ;
. .

| L

able vII-G -

. . ' ‘ . * Agree [Uncectain Disagree
I fBlt the staff was interested in' . ‘ - !
our child as-an individual.’ 92.9% 422 2.9 N=283
I felt my child .and'I were Being o R :
evaluated. . 56.4% 15.4 ' 28.2 - N=266

. ! . . . . k~ :\ ‘
I did not really know what ques- j, F
tions to ask about the program. 45.5% 12.5 42.1  -N=264
I could not really understand what « - . ° Yo o, .'
was being said. . P ~ 12,67 5.7 81.6 > M=261

Below are some things parents say abaut meeting with their develop-
mentally disabled child's teacher(s). Do you agree or disagree?

.

Agree Uncertain Disagr’s

t

The feacher(s) welcome(s) you to visit ; -, :
{your child's classroom or program. ° 92.65 3.9 * 3.5 Ne3l0

The teacher(s) offer(s) gﬁggestions

14

, .
E] )

The teacher(s) ask(s) you for sug- v
ge.‘l.ons on how to handle ybur child. }1 3% =~ 5.6 43.1 N=302
, ’ * ' 7 R
~|It is difficult for ne to arrange ‘
meetings (for example, because of wérk . . v, )
schedule, transportation, babysitters). 40.1% -2.3 57.7 N=307
The teacher(s) has/have little to offer ' ‘o K
me’as a parent. . ¢ 10,0z , 8.3 Bl.7 N=301
Such meetings are ‘usuallx.unpleasant. 5.6% 5.6 88.9 N=304

e
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T C, RECREATION'ANb LEISURE .‘ T
! T “‘ ’ 1, Family-centered Activitie!‘
‘g \ The gfeat jority of ch:l,ldreu are. included in'e day family activities. o
- Children 4re more likely to be excluded, or' the, ly as a unit is less
.. <. likely to participate, when acévitd.ES wbuld require group participation
- - . 4f a’scheduled ‘duration (i. €.y going to mvies ‘ports events,, or religious .
o i : - ,services) {See 'I'able VII-H‘) _ . .
e ége of Chi influenced only one of -the 7 fam.ily activities about which parents
. " reported. Pamd.lies of younger children were more likely to take valks, go to
. - the beach or Eark or similar activities (see item #3) than were families.of

. older children (99% with preschool or primary age children compared to SBZ .
.with adolescent childreri) x

s Type of Disability. Severely and prefoundly retarded children werﬂess likely
.. to be included in family activities.

n') - . .'
v

-

R Faggz Inc‘_ome‘ The only family activity influenced by income was religipus par-
ti,cipat on. . Lower income families who-.participated in church or temple were
‘more lﬁtelymto\ inc]:ude their de‘lopmentally d‘isabled children,

) ~ % - o

R - v .. ~ ~

.
) - ' "‘\ ,_,51\’
"

» e

('S - 9. ) ‘ " s
. ’wringgthe tithe develaimeﬁll di’szabled children are at home on regular week
. /\/ v days,; they are most likely to b lved’ in passive activities such as” watching
i TV, followed by socializing wi other family members, helping around the home,

.

' and developmental activities. Nm few have no real activity. (See Table VII-I.)
- “ -

. + - - b oN " ‘
.~ Pattern of. involvement is .not affected 'b; age of chi1d or family income. _\3
' ~ ° - . . ’ /\ 3
+ * Type of Disability. ' As might.be expected,) severely and profoundly.retardéd Whil-
dren and children with.cerebr¥ palsy ess likely to be involved in deVelop-

mental"activit)i.es or doing household chores. . . ‘
R .
e AZ. Comunity-centered Activities ’ Cl
’

Although parents feel special recreation programs, social events and clubs are*

important, for the community and that their children would'do better in a special
'~ recreation program than in a regular program, 2/5 refart that they do not use or’
. need special ecreation programs for their own children (see ‘Table VII~J)

-

n for special recreation for one's own children is influenced by
. type of disability :and family income, Parents of nildly retarded children and
, thgge wit highe; family incomes are less likely to report a personal need, -
PRI T " Few groupq have more leisure time than the developmentally dizabled. . Often free
time is forced upon them due to lack of planned bpportunities. In this respect,
. . 1t may be of éoncern that less than 1/3 are involved with organized youth groupy
L only slightly more than 1/3-have ever gone to a summer camp progrﬂn (See
‘TAPle VII-K.) .

-

s
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ble VII-H - , . :

‘ Beldw are some activities families might do together. Does your
\,Qevelopmntally disabled child do, the following with you? (rank

,__ordered by frequency of family involvemehit) -

\. * ‘ h -
' .Child does CRIN does not TFamily does
. ) with family .do with family not do

1. Go for rides in the . . 4
family car . 96.6% 1.8

-
2. Visit fr."iends or
- relatives | ’ S 95.6%
4

- 4
-

3, Take walks, go to beach,
or perk, or similar
activities

4. Eat away from. home (for

example, ice cremm parlors-:
‘hambut'ger stands, Or \
restaurants) , 90.22 v - 6.9

5. Watch IV- - 1%, 1.3
W . » . -

le. Go a'mo:lies, concerts,
" pjays, sports events, Or e : .
similar activities 65.22 ° *  24.5 . 10.3 N=319

Ld

7. Go to church or temple (in- ° , ‘ to.
* cluding Sunday School) .. 56.3% - 17.3 , 26.4 N=318

«

‘Table 7I1-1 - - .
™ During Lhe time your, developmentally digabled child is at home'on a .
. regular week, day, gshat is she/he usually doing 'before going to bed?
"(rank. prdered lvement in activity; 38 families excluded where
chifd does no home) SR - ,

- 2 " o . Hardly
S _ Often Sometimes Ever
4 ) ' R . ' <’ .
" Watching IV or listening:-to
r;dio or record playep. - . 72.5%
Maying with brothers and sis-
térs or other children. ~ 51.3%

Activities with parents (for ex-
ample, games, reading, talking). 50.9%

‘Heipihg around home (for example
taking out trash, setting table,
sweéping, feeding pets). 28.8%

Working on developmni:a_l skills, .
doing homework, or reatding. 18.1%

activity.

Wandering ainleuly'; no ru}/ .
5.9%

109
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Table 71I1-J . P

Sp‘eciil Kecreation

Social events and clubs

-~ - .
. , . No, but would

Do you use . .. .
Special recreational pro-

grams?

A,

like to ,

. Not
L. Adéquate Expand or Offer Necessary
Rate according to hew. im- . -
portant it is to expand :
or Offel‘.' e o » ~
. Special recreatidnal pro- e -
grams . 26.5% 70.9 2.6 N=306

. (including dances and . \ ot :
part i€s) T 22.1% 67.5 110.46  N=289
- "\\T) ) : ree Uncertain Disagree
'My child would do better in . ..
4 special recreatjon pros :
gram than in a regular pro- )
gram. , 73.4% . 14.0 12.6 N300

.

"*No# do not
need

Table VII<K ] -+

- [

Youth Groups and Camps

A

disabled children" . .

. ot % _Yes
Is your developmentally disabled child involved
with an prga youth g¥oup (for uample, -
Scouts, Y™ tnrch group)? 28.2% N=316
Is the group especially for developmeg.tally .
'\ disabled children? - . 70.2% N= 84
‘ ]
Jﬁas your chﬂd ever gone to a summer camp ﬁg ram? ¢ 38.2% . N=323
Here :he camps especially for dev,elopme ally L
N=118

79.7%
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Of the’ fuil»i!s in.oyr tangle, 48. had cﬁilﬂren who were or had been in resi~ -
dential placement.%0¥ these, 26 families .(54.2%) had children who had been
16 more than one r£ dent,ial placement. (See Table VIiIi-L.)

.Of. the 22 families whose children had been in only one residential placement,
5 had théir childken back at home at the time they responded to the survey
questionnaire. Thus,\a total of 31 families had experienced a transfer from

. &, residential facility {5 to the families' homes and 78 to another residen- :

tial facility) ,

Transfers occurred as a result of -a new facility becoming available(Waukegan
Develo?ntal Center} and associated dissatisfactions with previous facilities.

Cost ) re vas not a ﬁt:tor:.F (See Tib VII-M.)
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Parents' E\@iuations of Residentfﬁ Pl'gcanenfs:
’ P ,' N ) -

M . . v L

\+" %t is a pleasure to have our son closer to home.. (#258)

. Child’was merely cared for physically ahd his social, physical, and
speech development were retarded because of poor gnviromment "stimulation'
and no individual love and attemtion. (#285) ,

- [ F]

4
» !"‘l! g p, ‘ .

‘ ° ’ . ' h toy, .. —
T could not be more satisfied with the perscmal cafe'my son is getting.
There is:sope frustration with state bureaucyacy at a higher leveél. . The

filled the center at full capacity quickly. . ?low they talk about cutbacks -
and transfers. (#256) P .

-

H
! -
’ . in .

L N ¢
‘We were afraid until this year that the school doors .would close be- ¢’
cause of the lack of funds to stay open. I dnd others involved with the

schodl want “it reopened for those over 21, want to keep the school opened -

for the careof these people for a "lifetime'i;. (#286) -
} v,
' | R ‘ ~
1 feel my child is happy in a residenti’*al facility. I only wish it -

LY

could be permanent. (#252) o . ‘%1 )
. . ‘ . . !
. L. ""‘) @ " ‘;'\ v
When residential placement is needed, it Ye better to place the child
in a facility as close to home as possible; ke&, the child home as long as

possible, but not too old for a-satisfactory adjustment to the facill:it'y. (#659)

3 ¥

Placement enables my child to progress because of the rhythm in her
life. Living at hofile would constantly alter any routine and would interrupt
her learning ability. -Size ig apother big consideration since she is getting
tog large for me alone to Bandle for any length of time. (#774) -

k-3 -
A ‘.' b )

' K. will be placed soon. I did not think there were’other alternatives
in the community. My doctqr told me it was for the best. There were no
openings in the day programs I investigated. I thought it was best for my
child. T thought it was best ‘for my family. (#398) :

’ ’

13
l

There is ‘sometimes a lack of proper care and supervision because of a
serious staff shortage. (No funds available to pay:better and/or hire more

aides.) As caring parents, "We are not kept informed of procedure§ ‘in the
medical and dental care.” (#6? . ~

R

" -
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" Table TIINM

-|__Eov many residential placements has your child “been in?. '
' one : 45.8% '
: ™o 37.5 ;
.' L 4
. 1 Thrie " 14.6 }
, .
Four 2.1.
N\ ‘
A N=48
/ R * ~

Feasons for fransferring their child to another re,sidenti-al

, Parents
facility. (rank ordered by frequency of reason given for transfer, N=31)
4 * - . " > : °
‘ A\ 2 yes
~ . ==
1. A gev ‘acility was built or “opened. ) 38.7% /
' . - ' o - '( ]
2. I felt she/he was not making any -progress, , 38.7%
. s T ' ) ‘o -
3. I felt she/he was not receiving adequate -carg‘;' 35.5%
. . . N * ,E
4, She/he was evaluated as needing a differegt pkogram. 35.5%
P ,- ‘ : . ‘?f,
5. She/he was evaluated as being able to benefit from a legs
restrictive enviromment. 19.{»2
) L . \
6. Became too old for. the previdus facility. } 16.12
. . , -
. . - , . ‘!‘,
7. I could afford a more upcntiye facility., . ‘ N 3.2%
8. Our family moved. 3.2%
9. The previous faciiity became too expensive. 4 . 0.02
- . ) lr
. T ) _
. v

)




- E.. SERVICE NEEDS AND SATISFACTIONS
. . \

\ JX. Personal Support Networks

.
L

Significant others, both primary group menbdrs and professionals, are utilized
to meet the day-to-day management needs of caring for developnentslly disabled
children. (See Tablé VII-N. ) . ¢ -

Child (day) Care. Personal resources--family, ‘friends and paid sitters——are
more likely to be used andégerceiwed as necessary than are cofjgunity resourcest—
P

after sehool day care or réspite Although needs .are highest for younger
children, over 1/2 of the fspiliecaitill use family .and friends as babysitters
for ‘their adolescent children; approximately 1/3 still use paid sitters. All 4
types of Ghild/day care arrargements are used most frequently by families whose
children are the most severely disabled (those with severe and profound revegda-
tion, cerebral palsy, and autism) The higher the family income, the more all

4 types of care are used, ‘ .

Household-Maintenance. Bousehold assistance is relatively unavailable for the
102 of families who repo:t that they need the service.

Self-Help/Thera utic..%Approxinately 1/2 of families desiring self-help or pro- |
fessionsl counseling are cukrently using these services.” The younger the devel-
opnedtally disabled child, the more likely parents are*to report that they use

or would like to use both services, the informal and the professional.. This

could reflect either a learning effect, so_that less support is necessary over

" time, or chdnging patterns of awareness and service availability. Parents of
children with cerebral palsy and autism are most likely to use or want to use
informal rap sessions; thé reported need for professional counseling is not /
affected by the type of child's disability. Family income is not associated

_with the reported need for ‘either sservice. . .
\ ¢ 4 .
Information. There is a paucity of information sources utilized by:families .

reporting such a need. The greatest need reported is for a parent manual
(vhich became ome of the products from this research project), closely fol -
lowed ﬁy.the need for a referral service (undertaken by the Family Support
Unit at’Countryside Center for the Handicapped the year following distyibution
of the survey questionnaire). Relatively high unmet needs are also reported
for am ombudsman, and for profesgional and informal crisis lines. Age of child .
vas associated only with need for an ombudsman and for a referral service. Re- |
ported need for am ombudsman increased with-.age of child, whereas need for a,

referral service was reported highest by parents,of the youngest and oldest

children. The more severe the mental retardation, the more likely parents were ' x

to report needs for,all 5 types of information sources. Needs for information

sources reported by parents of children with cerebral palsy “and autism were

similar ‘to those reported by parents of the severely and profoundly reterded

‘ 2, Connuni;xﬁSuppgrt Networks ) ' ‘ ' - . . 4
- Parents reflect pessinisn or at least uneertsinty regsrding continued support or /
expansion of community, funding of services for the ﬂevelopmentslly disabled. .

'
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payers fallure fo support rate increases which would waintain currefit levels
of gervices, declining school gprollnents, and lay-offs of educational per-
sonnel. *(See Table VII-0.) . : ) A

Parents' future goals for their develoﬁmentalf§ disabled children are more
chjld-centered than-concerned with mode of service deljivery i(see Table VII-P).
This finding is similar to that for parents' priorities for educational programs
('.‘G‘ lee W“D)o ¢ . hr - . \

' jh1821t_not sﬁipyfsiﬁg given the general\élimate of increasing costs; tax-

Q.Hide variety of community services are necessary to provide family support’
educational and diagnostic programs, living alternatives, and general commun-
ity acceptance. Of 19 specific services identified, only special education
prograns tere perceived as adeguate by as many as 502 of parents. Looking at
the need for services .anotherfway, less-than 1/5 perceived any of the 19 speci-
fic. services as unpecessary. ‘ (See Table VII-Q.) l : .

¥amily Support. ‘Fhmil§ suppbrt services—babysitters, crisis lines, referral,
services, respite care, homemaker/home-health aides, and counseling--are per-
ceived as extremely necessafy but woefully inadequate, Only parent or |family _

. counseling services were perceived as adequate by as many as_1/3 of -parents,

with the other 5 specific services identified perceived as adequate by,10% or
lgss. Conversely, only homemaker/home-health aides were perceived as unneces-
(8ary by as many as 202 of parents, with the remainder .petceived as unnecessary
by less than 10%. Parents of olderfchildren, of children with more severe dis-
abilities, and with higher family incomes were more likely ‘to favor ggpanaion
of family support-services. o .

Educationsl ‘end Diagnostfc Services. Ediicational and diagnostic services are °
also perceived .asf@xtremtly necessary, but as more adequate than family sup-
pory services. Afiter schowl day care is seen as the area where increased avail-
-ability is most needed (by 82.0% of parents), and this is particularly the case

- ” fér parents .of .,younger children. The more severe. the disability, the greater

the perceived need for all four services isteq.‘ Family income is not'systema-
Yically associatéd with perceived need £ edncational and diagnostic services.

. L 4

Living Alternatives. Approximately 3/4 of parents perceive a need for expansion |,
of community living facilities, residential facilities, and fostet homes. Nurs-
g home altemdtives are perceived as most adequate (by 16.0% of perents) but
even here approximately 2/3 of parents perceive a need for increased availability.
Parents.of transitional (19- 'to 21-year-old) childrepn, those who are most likely
to have an immediate peed to look for alternatives, report the greatest need to
increase availability. The motre severe tReir children's disability, the greater

->the parents' perceived need for increased living alternatives. In general,

parents with higher family incpmes perceive the greatest need for expamsion of
all & types of living alternatives; parents with low family incomes (less than
$15,000 pér year) similarly perceive a greater need; but for. ipcreased avail- ’
ability of foster care only. ' . . :

] . Py
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* General Community Services. Architectural adjustments,.tﬁfevs medi’.a_' coverage,
and expansion of library acquisi?.ons are identified ®s the priority.areas
for service expansion. FKeligious' services and special’transportation are per-
celved as more adequate, but even here over 2/5 of pap nts report a necessity
for expansion. The more sebere their children's dissbilities, the more ‘likely
.Parents are to perceive it necessary to expand servic'_e's. " Perception of need

is not daseci‘aced with age of child or family income.
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Table Vilel

110.

~ Personal Sources of Support and Needs.

d

{ . R
Do you use any of the following tb help you take care of your develop-
N mentally disabled child? ) ‘
o : - No, but would No, do not
~. Yes " like to need B
.. - .
".Child (3ay) Care I~
. | v 3
Babysitting provided’ by family -
and/or friends? - . 65.7% 5.7 28.6 N=315
¢ e A ;
Paid babysitters? 47.1% 6.1 46.8° 310
After school day care? . 3.7% 11.3° 85.0 + N=301
Respite care provided by a .o .
residential facility? s 7.0% 13.6 79.5 N-EOZ
* 1 -Rouseliold Maintenance | ¢

{ Regular patd domestic help? 1.3~ 11.8 86.8  N=304 |
Visits by a homemaker/home-health ’

- aide? o202 7.0 90.4 N=301
ﬁelf-ﬂ_e_]g/:rhergcutic > P . N
‘*Rap" sessions with other parents . \
of developmentally dissibled ’ .

children? 32.52 , 25.6 T 42.0 N=305
Parent counseling and guidance?; 17.7% 22.6 59.7 N=305
*Informatiomn . . ' -~ o

An informal "crisis line" with .

— |¢ other, parents of dcvclopp-ntauy.

disabled children to provide sup- ” .
port in an emergency? ’ 5492 30.7 /63,477 Ne306
A "crisis line” supported by the - .
State for contacting the netessary < )
professionals in an ensrgency? 3.ex 40.4 N.4 R=305

I - -
A referral service funded by the . ~ '
State to provide help in finding ) "
services and Yrograms vhen needed? 9.82 55.2 }?// N=306
An oobudsnan to investigate com- ' ” N .
pliints about services for the .
developmentally disebled? ,4.3% 40.5 55.3 N=304~
A parent manual that vbul:! iden- :
tify lpcal, state, and national
services {lable and suggest
s t , N

vays to utilize them? 11.72 61.8 26.5 309
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v , Community Funding

- v = ’

L. Willing

Uncertain

Unwilling

. -

How willing do you feel your com-
munity is to continue funding the
exist level of services for the
developmentally disabled?

Bow willing dq you feel.your con-
munity is to increase funding to
expand services?

-

51.7%

24,52

L

39.57.

56.3

8.8 R=299

v

19.2 N=318

)

Table vIT.-P

Parents have different goals for their developmentally disabled child.
Would you agree or disagree.that the following are important for your
child's future? (rank ordered by frequency with which goals thought
important)
- ) Agree Uncertain 'Disagree \
1. It is important that our child ' i ' .
be 'happy and conteat. 99.1% 0.6 0.3 N=322
“ .
2. Our child should be encouraged
to reach the 1limit$§ of his/her
abilities.( e 97.82 1.6 0.6 N=321
3. It is important that our éhiid '
live normally (or as normally . s -
as possible). 97 .5% 1.9 0.6 * N=320
, ‘
4. It is important. that our develop- .
mentally disabled child be as- -
. sured of a secure 1lifelong place- : .
ment’, 80.8% 10.2 . 9. N-3¥?
. .
L4 . — * .
L] ‘ . . ‘
a . .




- 112.

Table VII-Q : :
Some parents are more satisfied than others with the services that are
available to developmentally disabled children igp their comaunity.
Thinking of your community, please rate the services below according to
how important it is to expand or offer them:” (rank ordered by need to
expand or offer within each type of service)
‘ . Expand Yot
J Adequate or Offet Necessary
Family SupPort e T
1. Babysitters trained to handle de- . .
- velopm y disabled children o 2,47 92.5 5.2 N=291 .
"|2. crisis lines for parents In times . ) ’
of stress - " = 5.8% 88 +7 5.5 Nw292 g
t . ~——
3. Community referral service for legal, -
medical, and financial needs 10.52 86.8 . 2.7 1=296
« . b Y
4. Respite care o 8.9% 82.1 8.9  N=257
5. Homemaker/home-health aides 6.0% 74.2 19.8  N=283 ,'
Z .
| 6. Parent or family -counseling, - )
services - - 32.6% 63.2 4.3 N=304{, -
Educational zg%gnost:lc o
1. Afceg school day care 3.9% 8{.0 14.1 k=284
2. Early intervention programs 29.7% 66.5 3.8 1;?2'90 ‘
’ . - 2 s . v - y -
3. Diagnostic services and clinic 31.4% 65.1 * 3.6 =303 )
i -
4. Special education programs 50.9% . -49.1 0.0 Y=316
Living Alternatives e
1.’ Community living facilities 14.17% 75.7° 10.2° N=284
2. Residential facilities 14,5% . 74.8 10.7 . K=289
.| 3. Foster homes ) 10.3% 71.9 17.8  ¥=281
. . s L)
4, Nurs homes 16.0% 65.1 18.9 N=281 i
General Communit t .
1. Architectural adjustments made 30 . |
that it-is easier for disatled
:pgoplc to get ~around - 7.5 89.3 3.1 N=292
2. Public education:concerning develop-
mental disabilities in the news media 7.8% , 88.4 3.7 N=294 I
3. Reading materials in libraries on ’ '
"child's disability - . . 23.47 70.7 5.9 N=290
TN ‘ ]
4. . Church ur?}cu . 30.5% 55.1 14.4 N=292
/ - v
5. Special buses or vans 43.0% 41.0 6.0  N=302 . I
%, ' i R
: 1/9 - I
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A, ATTENDANCE _

1
'

Parent groups are the single most importantdfactor behind “the progress made
in recent years in thé rights of handicappe ldren. .In Lake County, and
across the country, parents were the fir ponsor educational programs
‘for their handicapped children. They fought get the public school dis-
tricts to accept their children as students. /Since federal lef¥islation
(Public Law 94-142) mandates educati r all handicapped children three

to twenty-one’ years old, parent group e taken on the role of monitoring -
.the existing educati residentia d #ocational programs. Parents now
work to change programmi g 1 Btarting new programs. Parents remain
an‘hntapped resource, héwever. Many parents are willing to take an active
role in their children's education because they reajize they are the only,
persons.- who are in for the duratienm. '.They may hesi%ate to.do so because
the)/ﬁck terpersonal experience in organizational involvement, feel
< overwhe sgnby professional- expertise, or have difficulty scheduling community”
activities due to family demands. It is up to profé@sionals and®existing
parent groups to learn how to éngage this willing but underutilized group

for the benefit of all the developmentally disabled. (

Apart from. individual parent-teacher staffings, almost two-thirds of parents
had atténded maetings at which other parents were present (Table VIII-A).
About one-half were currently members of parent groups qr organizationms
related to developmeéntal disabilities and one-sixth had ever held any

electiveé or appointed office in such a group (Table'VIII-B)

,Willingness or unwillingness to participate in parent groups raises tﬁe
question of what barriers to participation exist?: Out of a list of 7
reastms commonly given for nonattendance, the logistical problem of
arranging for babysitters br transportation was reported:.as a barreir far
more often than negative ‘feelings about aspects of the meetings them-

~selves. (See Table VIII-C.) This finding is similar to thdt-for meetings
with teachers (see Table VII-G). ' s - - .
For many parents, a natdyal process begins with the identification of
their child as developmentally disabled. What starts as self-awareness
grows into group social action.  First comes tge sharing of common can- . ~
cerns and information, with 1/3 of the parents having participated in
group counseling amnd educa ional groups and 'another '1/3 who geport a

need for these group experiences (see items ranked.#1-2, Table VIII-D).
Next comes organizatiom to work for expanding and improving community
sexvices as well as for t ghts_and dignity of all developmentally
disagbled persoms. Fewer‘gsiggts,have dctively taken this next step with °
16.2% ‘having participated on A governing or advisory ‘board and 12.4%
having worked with a political. advocacy group (see items rapked #3-4).

There is a considerable untappéd potential hére with approximately 1/3 .,

of th® parents Iinterested in taﬁing this next step into community action
(31.2% have not, but wguld like o, pdrtigipate on a governing or ad-

visory board, and 38 12 in a political advocacy group)

Age ofXChild. The youn er the child, the more likely parentsxwere to have

attended more than four eetings in the past, year. ' Parents of preschool-
age children were most likely to have attended more than four meetings
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. per year (462) while pare.nts of transitiongl-age children were least ’ . .
(182). 1Ig is the parents’ of younger.children who are both more likely
have participateli in group %ounseling and’ educational groups, and to be -
. S interested in doing so if t have not yet participated. Conversely, /
. . parents of older children are:less likely to have -participated &nds td plan
- to do so. Ogithe ofher haﬁ ,age of child does not affect participation e
or interest governing boards or pol‘itical advocacy groups ot
’ L3

-

. . Type of Disability. The more Evere the disability the more likely parents j\ ,
: are to attend meetings often, and to maintain gembership in groups or:
E " organizations. Parents of mildly retarded childre e far more likely @
2 I never, to have attended meetings (51%) and not to h e cufrent membership
in parent groups or organizations (80%). Simiiarly, the more severe the
, disability, the more likely parents are to have participated or to want to
) participate in all four types of. parent groups. i / d
I 1p e , o
- Family Income Parents- with higher family incomes are more likely to
attend meetings more often, maintain curdent memberships and to become
N - officets. Parents with higher family incomes- are also more likely to
have participated in all four types of parent groups. Parents with R y
lower family incemes are more likely not to have participated, but do J
_ want to-d3 so. Family income is not systematically related to unwillingnesg -
. to participate. ’ . * *

\ - 7 ' - »
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) v . ®° Pparents' Comnents About Parent Grophs .
L] . & . . .
' E 4 . : ’ N Y - Y
‘ . v I felt a great need for the support of such a group from.birth to age
) ' ‘6. Now, .I'mmore comfortable. T feel that with t roblems of adoles- -
cencg,,/l./\?ﬂl need the group again. T’would 1ike to"see some sort of group
12ving available in, the community for a greater number of the retarded with
. meaningful work available. I feel that the parent groups must wor toward
- this constantly. I'would like the service of respite care. (#355)

. N
. If in Spanish would very much like to attend, but they are all in
English (Don't understand too good.). (#060) . ’

¢+ . - . .
o, * Most parent groups need a lot of :vaolve}ent'and time to accomplish
“anything gignificant. Mdst people have other commitments and responsibilities

. “  which also require time and interest! This conflict .leads to inadequate
participation, (#314) ”“B}‘ :
> “\ ' - - . . .
It is hard to find’ extra time. My husband and I work full-time. We -
rely a great deal on the printed information ¥rom the sehool and organizations
.that relate Yo aur child. We take full advantage of acti{ities offered our

._chil'd., t seldom participate eurselves. (#348) .

-

b 2 .
. K4 - LN
.

I'm sure transportation poses serious problems to many people. Also, .
* ) people -uncogfqrtable with their dev. disabled child have many negative feelings:
meeting in public plates (embarrassment) or facility (too close to child).(#263)

- .

- o
o The best things‘ about parent groups are: 1) the rap'sessions between
. parents——you are not alone; 2) Parent Power~-the ability of an organized group

- to @nitiate and support special programs. It seems tp be necessary to con-

.

stantly monitor sp‘qcia]: ptograms or they're eliminated’or altered in a nega- '
- tive manner. (#002) . .

~ o LI ‘: : . * c T
Parent .groups are great if you are objective enough to overldok person-~ .
alities. Sometimes the parents have so many hang-ups it is difficult for me ‘
to realize they are not just feeling sorry for themselves ‘and are sincere in

‘. wamting to better the child!s future. (#336) . ° ‘ N
. & . ’

~ . R .
Too many of the gafeptiﬂ have met seem unwilling or umable te ?lp the
"%ool or organization helping their child. They seem to expect something
: ‘ - for no effort. Other parents work:exceedingly hard, so hard they exclude other
social activities. my a few sgen able to achieve a middle ground as opposed
' to extremes. (#733) .

-
-
- N .
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Table VIII-A . -5
S - - ,
‘ . During the past year, how often have you attempded
, .. < |+  mesatings melated to developmental disabilities at which
) * there were other parents present?
. t . . L,
] . . , .
I pnever attended any 34.82 |
Between 1 and 4 meetings a year 35:4 : L
. More than 4 meetings, but less .than" once a month 12.0
v On an average ¢ oncea month - - 10.2 w
. ‘ | . ¥
J More than once a month . /\u 7.7 .
- . @ N = 325 —~
— W - - 'r . "y
1 ‘ )
Table VIII-B L
e 3 -
, "
, Membership Activity X
. \\~ -"- .
' b . " ) % Yes 4
. - - N = 328)
Are you currently a member of a parent dp or’ ) ’ .
organization related ‘to develcpmental disabilities? 48.3% 7
Y ' -
- \ . Do }ou‘naw hold, or hava you.e‘et held, any elective
. or appointed office in such a group? 17.1%
)
» . ’
[}
., - - “ b




Table VIII-C

. &

.

Listqd below are a number of reasons parents. have given
ug ‘for ‘not 'attending meetings with other parents who

have children with dewg}opmental disabilities.
disagree with these reasons?

“Do.- -you agree

(Rank .ordered by frequengy,for not attending meetings)

1

3

. N P
"It is~a waste of. time to go to

woch N

It is difficult-for meé to arrange

for babysitters or transporationm’.
L J

parent meetings because they
never seem to talk about things
related to my child.

It is a waste df, time to gé to
parent meetingg because the real
decisions are made p%sewhere.

1 do not* feel comfortablh with

the kind of people who attend.
')rn

I do not like to go to parent

meetings wher they are held imn

'a public place, such as a'

community center-or libraryI
The people whdwrun the patént
meetings do ot~ seem to care
about me. .
- . / L"
I do not like to go td parent
meetings when they are held in
my- developmentally disabled
child's sctwol. T

»
2 A

" Agree

¢

Uncertain

Disagree -

32.8%

< 17.7%

15.32

1%.12

8.7%

8.6%

6.87

7.5

15.4

-17.2

14.3

16 .8

\

59.6

66.9

67.5

73.6

74.5

4.4

= 305

-305

= 308

= 307

= 310

J

~ n "
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Table VIII-D .
: oy . .

— - —— —
. Nowadays there are different types of parent group#. )
How do you’'feel about participating in the types of parent groups listed below?

\ (Rank otdered by frequency ¢f participation)
'.) ) ] « ' ’ ; Have ° Hayen't-- Haven't—-
S f_' Partici- would don't
pated like to plan to .
1. Group counseling (where parents S J/ T .
meet’ to discuss their attitudes - X I
and feelings toward their o
developmentally disabled child). 38.8% 30.9 30.3 N = 317
2. Educational grotp (dealing with et ) .

techniques of child rearing apd
development as related to ‘ ) )
developmental djfabil‘.lties). 32.1% - 39.1 + " 28.8 N = 312

3. Governing or advisory_ board ‘
(dealing with the administra- :

: tion of an organization or, .
facility for the developmen- , 4 - -1, e
tally dfsabled). 16.2% 31.2 52.6 N=308 I

4., Political advocdcy group j— -
(working to expand options and .
services. for the developmentally e T

disabled). : 12.4% 38.1 49.5 N = 307 T

—_— i :
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$ B. " BANGE Of ACTIVITIES

; ] At  first, parents are usually preoccupied with their own childrem. Later,

I -t " many come to the realization that programs die or will be cut back if they . R
' do mot work for the rights,apd'.dignity of all developmentally disablpd .
persons in their community,“state, and. vhole natian. Parents' organizations .
hdve developed through’sharing common concerns, setting up their own .

facilities, to becoming thoroughgoing ddvocates. Parents can become in-

volved in parents' organizations in many ways—in the administration of

programs, by starting new programs, and &dvocating for the legal rights

of their child and handicgpped persons in general. : n

. 1. Political Activities

;
L4 »

Few of the parents in our sample-have been involved ih the typical political . Y
actigyities-which influence locgl, state, and national policies concerning . )
the.developmentally disabled (Table VIII-E). More have taken indiyidual-

action (272 have voted for candidat@s.on the basis of rights for the
developmentally disabled and 322 have written letters to government officials)

than have made a public commitment (12% have attended political meetings

and. 9% have worked actively for’a candidate). But the moat striking finding

is that a majority of parents arg willing to undertake individual action .
and public commitment akthough they have mot-yet done so. This’ represents

an untapped resource of considerable magnitude.

Y

Age of Child. In general, parents of gider'children‘were more likely to . ,
have engaged in individual and publié political activities. Parents of
» younger ldren ‘were more likely to be,éilling to be engaged in the
ind{vidual types of political activities, that is, voting and writing
Aetters. ever, there was no association between age of child and parents'
willingness to attend political meetings. And, it was the parents of
older zgildren who were more likely to be.willing to work actively for
 a candidate who supports the rights of the developmentally disabled.

* 'r'ype of Disability. Parents of ch{Idrm!;dxh autism and with severe and
. profound retardation are the most likely to have engaged in political
activities or to be willing to do #., Parents of children with cerebral oy
palsy, epilepsy, and moderate mental retardatfon are intermediate. Parents ’
 of children with mild-retardation report themselves as unlikely to do these
,activities. ' Even among parents of children with mild retardatiom, only
one-quarter report that they are unlikely to Vote or write letters and -
two-fifths, that they are unlikely to attend meetings or work for candidates. '

ly Income: The Telationsitip between inceme and political activities
couplex. -Parents of high-income families are mote likelyseo have ) . |
ged in the individual types of political activities and £o have attended -
litical meetings. They are, however, the least likely group to vote .~

foNa caniidate solely in'terms of . candidate's support for the rights-

of developmentally disabled. In! general, parents of lower-income families

.axe more’likely to be willing to engage in individual types of political —

~t -
. »

N
=
.

/

» i \
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‘activities and to attend political méetings although aot having previously
done 80. | . . - -
a ' L ’ - N { - & - .. © M
. 2. P tit Group Activities S .
) ol .

Pareuts vere more likely to know -that phrents groups were involved with
supporting their children's programs (see ttems 1-4, Table VIII-F) than to o
be dnvolved in filling the gaps in the service delivery system (see items

5-7). Even in the most visible areas of parent group activities, self

help through the socialization of new parents and workin} as volunteers
with® the ‘¢hildren, fully onejquarter of the parents did not knoWw whether .
or not parent groups were involved. The level of ignorance rises to ’
include almost one-half of ‘the parents concerning lmowledge about parent .
group efforts tp fill service gaps. Since, 511 of the programs have news- .
letters this-fihding indicates that a means "must be established to.
connunicate this type of information or to maké it salient. Parents are
more likely to become involved ,in the types of activities they know ab
(self-help, volunteer work with the- children, and public relatioms).

However, parents are less 1likély to be involved in in-house activitied~ °

(item 4) than one ‘would predict from their awareness of the parent groups' .
involvement in that activity. .
Age of Child. " In general, parents of older children are more likely to’ p
know about parent gr activities gnd to become involved themselves.'

Type of Disability. In general, parents of children with ?(d retardation ~
are much less likely to know about all parent group activiyies or to become
involved. N <

. . : 3 .
Family Income. The higher the family.income the more likely parents are to -
knoW about pareant group activities and to become involved themselves. The -
relationships were all linear and all were statistically significant.




Table VIII-E . ‘ ..

Listed below are political activities ih which some pgrenés
of developmentally disabled children are igvolved.
Have you done, or would you be willing to do, the following?

T

Done ' to do

to do
1 J - ’
Vote for a candidate_yoﬁ thought would
wotk for the rights of the developmentally
disabled regardless of .the tandidate's .
party or position on other isstes. 27.3% 55.6 17.0
Write lettdrs to government okficials
to influence legigdation for the -

develdpmentally abled.

kil

31.92 53.0 --15.0

-

54.0

-Attend political meetings to find gut
candidates' positions on the rightzuof '
the developmentally disabled. 12.2%3 . 33.8
Work ‘actively for a candidate who
supports the rights of the developmen-
tally disabled (for example, passing out

leaflets, displaying a campaign poster). 9.12 50.8

i . | S (

Have Willing Unlikely

N = 311

N = 313"

N = 311




Table VIII-F

.
IS

124,

) § v N v
Listed bi:low are sume activities related to programs for the
. *developmentally disabled in which parent groups .are involved.
: . We would like to know: 1) if there is a parent group assoclated
. * with your child's program which is involved in these activities;
. and 2) 1if you are inyolved in them, Pléase hote that this means
X : you will have to angwer twice for each activity, once. for.the
’ parent group and once for your involvement.
[ o / / . (Rank ordered by known parent group involv‘enent.)
A e ) \Porent Group 1 Am or Have
. ’ s Is Involved Been Involved,
! (N = 308) (N = 314)
¢ Don't
-t — Yes© No  Know % Yes
1. Socialization of new parents (for
example, sharing your own experi- .
.ences) . , 51.92 21.5 26.9 ~  37.62
- 2. Working with the children in the N
program (for example, voluntear, )
ropm mother, teacher aide). 42.52 30.5 26.9 28.0%,
3. Outreach to the community (for . - ‘
example, lobbying, fundraiging, .
obtalning media coverage, presenting - .
. educational programs about _
developmental disabilities.) 42,52 22.7 34.7 26.8%
4. In-house activities (for example, ~ .
office work, builing or classroom -
maintenance, working on newsletter). * 30.5%2 28.2 41.9 11.12
\ N ! .
5. \Laying the foundation for new
rvices or programs (for example,
oyganizing a new kind of parent
greup, a babysitting service, a
recreational program). 28.92 24.6 46.1 15:32
6. Suypporting a network of services !
., for the developmentally disabled : )
. (for example, visiting other . /*‘
-« facilities, sponsowing joint
meetings, butlding a coalitionm, C : ’
qd&ng as a liaison). 27.2%  25.6 47.1 17..':_2
o .
7. Laying the foundation, for ndw :
| facilities (for example, creating —
a new school, sheltered workshep, - - ‘
or living facility). 25.62 29.2 45.1 11.52
- »
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Table IX-A ‘ o
) . - ‘ . - !.
) - Race , .
| | White o 85.4% - ,,
Biack _ 1152 ,
(\ - = . b’”
Latino ~ « - 3.4 ] .
B FON =321
Table IX-B . .
I\ : N -
/\ ' . -Age of ?bther
\ —
19-34 . : 35.4%
'3 35-49 R 48.3
50-65 ’ ‘ ‘ " 16.3
- ’ .
» \ N= 319
Table IX~C ‘ *
Current Relationship to the Natural Father
of the developmentally disabled child
. —
Married and living together 78.07%
Married but separated - + 2.9
Divorced ' o112 (
Widowed v - 3.8
Never married . 4,2°
N = 313

(3




Table IX-D

-

4

Current Marital Status

Single (wido‘g;d, divorced, separated,

never married) ] i} 13.8%
. Married 86.2
. N = 825
Table IX-E
Religious Preference
| Protestant 53.7%
€ ‘A ‘
Roman Catholic 38.1
! . -7
Jewish' ' - 4.1
No religious beliefs' . 4.1
N = 315
. Table IX~F
. . Political Preference
Liberal Democrat 7.2%
( Moderate Democrat 28.1
Moderate Republican 13.7
’ -~ -~
Conservative Republican 10.1
\
Independent 40.8 .
.

128.
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Table IX-G

Yearly Family Income

[ v ! v -

Less than $15,000 . 33.12
$15-25,000 LA 39.0
; Over $25,600 27.9
) i ' N = 308
‘ 3
Table IX-H
I r Mother's Employment .
Not employed outside the home /51.8% o
Employed full-time at one job. 27.3
En'tployed part-time at onme job. .’20;9
. ) N =" 311 .
i
Table IX-I . .
Mother's Education
Less than high school 19.8%
ﬁigh schooiigradq?te . '32.8
N| Some college 3 special career ‘ ,
training 2 . ! 31.2 .
| College graduage ~ 16,1
~ ) N = 323
\
. ’ g "
~— , f' X

29,
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Table IX-J ' oY) o
’ ‘ J “ Home Ownership
4 >
-~ . ’ , .
Own 77 .62 s
: Rent L . [ 2204
N =322
b ebie 1xk ' 2
-, . —_—~
Famil-y moved to new community to make
use of certain facilities for '
developmentally disabled -child 4 ~
' -
. r
‘ 4 Yes 13.02 ‘
No - . 87.0
) S N 32 *
! .-
Table IX-L ) ‘ . -
) Source of Tuition
« ) :
Cost jarried entirely by State or _ ) . <
. SchodL District ®  90.5%
o k]
Family pays part of cost . 9.5
) ’ ] N = 326




